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ABSTRACT 
 
As increasing numbers of Taiwanese people live out the final stages of their life with 
chronic and complex conditions; care decisions can be overwhelming and stressful 
for individuals, families and health professionals. There are a number of reasons why 
Taiwanese people could be reluctant to actively engage in end-of-life communication 
and planning for end-of-life care. Such factors relate to cultural, social contextual 
and environmental issues, previous experience with illness, and knowledge of and 
attitudes toward end-of-life issues. Understanding individual preferences for end-of-
life care, and factors which shape their end-of-life preferences, is essential so that 
health professionals can implement appropriate supportive interventions for people at 
this time.  
 
The purpose of this study was to: (1) understand Taiwanese city-dwelling adults’ 
experiences of and preferences for a range of end-of-life care including end-of-life 
communication, advance directives, life-sustaining measures and palliative care; and 
(2) identify broader cultural, social and contextual factors, which shape individual 
preferences for end-of-life care in a Taiwanese social context. Simons-Morton, 
McLeroy, and Wendel’s (2012) Social Ecological Model based on the social 
ecological perspective was used to guide the investigation of this study.  
 
This study employed a two stage multimethod research design, which consisted of a 
qualitative approach, followed by a quantitative approach, to gain a better 
understanding of Taiwanese city-dwelling adults’ experiences of and preferences for 
end-of-life care, and the influence of broader cultural, social and contextual factors 
V 
which shaped their preferred care at the end of life. The first stage of the study 
involved semi-structured interviews to obtain a broad description of phenomena 
pertaining to Taiwanese city-dwelling adults’ experiences of and preferences for end-
of-life care. A total of 16 participants were interviewed. Findings from this stage of 
the study offered rich data in relation to personal preferences relating to end-of-life 
communication, preparation for the end of life and maintenance of quality of life, 
where preferred care was not static, as preferences could be influenced by various 
factors over time. These influencing factors included personal experiences of end-of-
life care, social, cultural and religious aspects, professional and community resources, 
perceptions about services at the end of life and personal attitudes toward death and 
dying. The results of the first stage study were used to inform the second stage study.  
 
In the second stage study, a hypothesised social ecological model of preferences for 
end-of-life care was constructed based on the findings from the first stage of the 
study and informed by social ecological framework. The second stage of the study 
used a quantitative approach, consisting of two phases: a pilot study and a cross-
sectional survey. The selected instruments were also translated into Chinese through 
a rigorous translation process and tested on a convenience sample of Taiwanese city-
dwelling adults. Feasibility of recruitment strategies was also assessed. Internal 
consistency (Cronbach’s alpha) of all scales and feasibility of recruitment strategies 
was satisfactory. A total of 474 valid questionnaires were returned, a response rate of 
approximately 24%. Results of the data analysis provided support for the conceptual 
framework proposed in this study, demonstrating the significance of broader cultural, 
social and contextual determinants of individual preferences toward end-of-life 
communication, advance directives, life-sustaining measures and palliative care.    
VI 
 
Overall, Taiwanese city-dwelling adults’ preferences for end-of-life care are not very 
different to those of community-dwelling adults in other social contexts. The 
findings support the claims made by social ecologists that people’s health-related 
choices can be influenced by cultural, social contextual and environmental factors 
over the course of life. The results of this study have implications for health 
professionals and the practices they can adopt to enhance end-of-life care. This study 
also extends understanding of how social ecological concepts can be applied. 
Recommendations are made for future researchers to design studies to better 
understand how to help individuals plan for end-of-life care and to enable health 
professionals to promote good end-of-life care in community and healthcare settings. 
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CHAPTER 1 
INTRODUCTION 
 
1.1 Introduction  
This thesis concerns understanding personal preferences for end-of-life care and 
broader cultural, social and contextual factors which shape an individual’s 
preferences for care provided at the end of life.  
 
Deaths have been increasing in number each year in Taiwan, from approximately 
126,667 in 2001 to 152,030 in 2011(Department of Health Executive Yuan R.O.C 
Taiwan, 2011). In 2011, of those, 42,559 people died of cancer, representing 
approximately 36% of all deaths (Department of Health Executive Yuan R.O.C 
Taiwan, 2011). As increasing numbers of Taiwanese people live out the final stages 
of their life with chronic and complex conditions, care decisions can be 
overwhelming and stressful for individuals, families and health professionals. 
Taiwanese people can be reluctant to actively engage in communication and planning 
for end-of-life healthcare for a number of reasons, such as previous experiences of 
illness, knowledge of and attitudes toward end-of-life issues, and psychological, 
social and cultural issues. Understanding individual preferences related to the care 
provided at the end of life and factors which shape end-of-life preferences is essential 
so that health professionals can implement appropriate supportive interventions 
during this time.  
 
To establish the context for this research, the background to this study is introduced 
in Section 1.2. The research purpose, methodology and significance of this study are 
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briefly described in Sections 1.3, 1.4 and 1.5, respectively. An overview of the 
content of this thesis is presented in the last section of this chapter.       
 
1.2 Background to the Study 
1.2.1 Natural Death Act in Taiwan  
The right to patient self-determination in medical treatment decisions has been 
legally protected in many countries (Yang, 2004). It is a primary ethical and legal 
principle guiding medical and nursing care. The Patient Self-Determination Act 
(PSDA) in the United States of America (USA) was enacted in 1991 due to increased 
awareness regarding concerns about patient autonomy, self-determination at the end 
of life and the need for improvement of end-of-life care (Dobbins, 2007; Salmond & 
David, 2005). As a result of the effect of the PSDA in the USA, Taiwan enacted the 
Hospice Palliative Act in 2000 to respect terminally-ill patients’ wishes for their 
medical care and protect their rights regarding end-of-life decisions (Ministry of 
Justice, 2009). 
 
Based on respect for the principle of a patient’s autonomy in Taiwan, theoretically, 
competent patients with terminal illnesses can legally refuse life-sustaining measures 
after being fully informed of a poor diagnosis and prognosis (Yuan, 1999). However, 
these principles have given rise to ethical dilemmas for health professionals in 
practice, especially when there is an emergency situation. Indeed, health 
professionals may still be afraid of complying with patients’ wishes for withdrawal 
or refusal of life-sustaining treatments because there is no clear legal regulation 
related to the right for physicians to withdraw supportive medical treatments to 
hasten the deaths of patients in Taiwan, especially during critical medical situations. 
Chapter 1 
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According to the Medical Care Law 43
rd
 Stipulation in Taiwan, in hospitals and 
clinics, all patients with severe illnesses or life-threatening conditions must be treated 
with all necessary actions to save their life with available equipment and this cannot 
be delayed for any reasons (Xi, 2003). The interpretation of this decree has made it a 
requirement that such care is offered in an emergency situation (Tsai et al., 2005).  
 
Taiwan spent several years debating the Natural Death Act. After numerous debates, 
sessions and negotiations with members of the legislative committee, the Natural 
Death Act was finally passed by the Legislative Yuan on the third reading (Chiu, 
2005). Since some legislators disliked the term ‘death’ and the main promoters were 
people engaged in hospice-palliative care, the new law, entitled the Hospice 
Palliative Act, was passed on May 23, 2000 (Chao, 2002). With the establishment of 
the Hospice Palliative Act in 2000, Taiwan became the first Asian country with a 
Natural Death Act (Chiu, Hu, Huang, Yao, & Chen, 2009; Tsai et al., 2005). The Act 
demonstrates that values regarding the right to self-determination about the range of 
medical decisions available to terminally-ill patients are important in Taiwan (Tsai et 
al., 2005). 
 
Since the Hospice Palliative Act was enacted in Taiwan in 2000, and subsequently 
amended in 2002, 2011 and 2013, the rights of terminally-ill patients have been 
legally protected. Health professionals have also been protected by this law, 
including the right to provide palliative treatments and to withdraw life-sustaining 
measures in order to alleviate the suffering of patients during the later stage of their 
life (Ministry of Justice, 2009; Taiwan Academy of Hospice Palliative Medicine, 
2013). According to the Hospice Palliative Act, terminally-ill patients and people 
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who are over 20 years old and are competent to make decisions are encouraged to 
establish advance directives for end-of-life care and treatments (Ministry of Justice, 
2009; Taiwan Academy of Hospice Palliative Medicine, 2013). The Department of 
Health Executive Yuan in Taiwan (2013) announced amended advance directives 
and provided five documents for people with terminal illnesses and the general 
public to support this process. These forms include 
1
opting for hospice palliative 
medicine and choices regarding life-sustaining treatments; 
2
do-not-resuscitate (DNR); 
3
refusing use of life-sustaining treatments; 
4
durable power of attorney for health care; 
and 
5
retracting the option for hospice palliative medicine and choices regarding life-
sustaining treatments statements. In the absence of an advance directive or an 
appointed proxy, the relatives of an incompetent terminally-ill patient must make the 
medical care decisions on behalf of the patient. Relatives can include spouse, next of 
kin, parents, siblings, grandparents, great grandparents or three pro-collateral blood 
relatives and a person with a pro-marriage relationship (Ministry of Justice, 2009). A 
person’s advance directive cannot become effective until the diagnosis of terminal 
illness is confirmed by two medical doctors. In addition, people under the age of 20 
must have approval from their legal guardians to sign a consent for do-not-resuscitate 
or to have formal written advance directives for medical treatment decisions 
(Ministry of Justice, 2009). Indeed, the Act provides legal protection for people with 
terminal diseases and their family members to have the right to refuse aggressive 
medical treatments which only prolong distress (Chiu et al., 2009). In other words, 
the aim is to empower a person’s decision in a more practical way and to protect the 
                                                 
1
 預立安寧緩和暨維生醫療抉擇意願書 (Chinese) 
2
 不施行心肺復甦術同意書 (Chinese) 
3
 不施行維生醫療同意書 (Chinese) 
4
 醫療委任代理人委任書 (Chinese) 
5
 撤回預立安寧緩和醫療暨維生醫療抉擇聲明書 (Chinese) 
Chapter 1 
5 
dignity of the dying. Health professionals are also thought to be in a better position, 
legally and practically, to deal with the person who is dying (Chiu, 2005).  
 
1.2.2 End-of-life Issues in Taiwan  
As in most cultures, decision-making with respect to end-of-life care is not easy for 
people in Asian countries (Blevins & Werth, 2009; Kemp, 2005). Making end-of-life 
care decisions can be overwhelming and stressful, not only for persons with terminal 
illnesses but for their families (Genot, 2005). This is because decision-making at the 
end of life can often be influenced by a variety of factors.  The literature suggests 
that decisions pertaining to end-of-life care can be shaped by an individual’s health 
and disease state, psychological, social and cultural factors and related legislation 
(Colclough & Young, 2007; Hsu, 2006; Keitz, 2004; Kwak & Salmon, 2007; 
Sittisombut & Inthong, 2009; Tsai, Lai, & Hsu, 2007; Wu, 2008; Washington, 
Bickel-Swenson, & Stephens, 2008).  
 
In Asian society, psychosocial factors, such as cultural, social and psychological 
issues, are significant in influencing people’s decisions about or preferences for end-
of-life care. For instance, in Taiwan, although the Natural Death Act regulates health 
professionals’ obligations to provide full information to patients with terminal 
illnesses and to respect their right to make treatment decisions, ethical dilemmas are 
common when it comes to end-of-life care (Glass, Chen, Hwang, Ono, & 
Nahapetyan, 2010). This is because issues, such as family paternalism, are common 
features of Taiwanese society (Glass et al., 2010). People who are at the end of life 
are often reliant on their family members to provide care and to make decisions 
(Payne, Chapman, Holloway, Seymour, & Chau, 2005). As such, health 
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professionals can be more likely to follow family member’s wishes rather than an 
individual’s wishes with respect to end-of-life care (Hu, Chiu, Chuang, & Chen, 
2002). In addition, when it comes to end-of-life communication, such as information 
disclosure, health professionals sometimes respect the family’s wishes to conceal 
information from the patient, due to family member’s concerns about destroying the 
patient’s hope. Many scholars have suggested that fear of adverse emotional effects 
on patients by raising issues about the end of life, inability to manage complicated 
family dynamics and meetings, and reluctance of patients or families to participate in 
planning, can present problems for both individuals and health professionals (Badzek 
et al., 2006; Black, 2010; Calam, Far, & Andrew, 2000). Therefore, it is important to 
understand individual preferences for end-of-life care and the influence of broader 
cultural, social and contextual factors on an individual’s preferences for end-of-life 
care, especially in the general population so that optimal decisions and choices about 
end-of-life care can be supported in ways that respect individual needs.  
 
There have been six  studies about palliative care and advance directives conducted 
on the general population in Taiwan (Chao, 1998; Chang, Chiu, Chou, Chou, & 
Chou, 2006; Hsu, Chen, Lee, & Tsou, 2012; Huang, Kuo, Hu, Hshieh, & Hwang, 
2005;Lai, 2013; Wang, 2007). These studies are, however, limited, in three important 
ways. First, these studies have limited the focus to one dimension of end-of-life care, 
such as perceptions of and willingness to receive palliative care and endorsing DNR 
on the National Health Insurance (NHI) Card. Second, these studies have not used 
theoretical frameworks or models to underpin the research. According to a 
systematic review of end-of-life research, the most common methodological 
limitations included the lack of theoretical framework (Kwak & Haley, 2005). Third, 
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these studies have generally not considered the influence of broader cultural, social 
and contextual factors on Taiwanese people’s preferences about end-of-life 
communication, advance directives, life-sustaining measures and palliative care, and 
that the results have not been conclusive. As a result, a comprehensive understanding 
of the influence of cultural, social and contextual factors on an individual’s 
preferences for end-of-life care is limited in the current literature. Taiwan has not 
been isolated from the complex challenges associated with the end of life. To 
optimise the advantages of end-of-life planning and services, it is important to 
investigate preferences for end-of-life care and the influence of broader cultural, 
social and contextual factors about how people perceive and experience health, and 
how healthcare decisions are planned and practiced among the general population in 
a Taiwanese social context.  
 
1.3 Research Purpose 
The purpose of this study is to: 
1. Understand Taiwanese city-dwelling adults’ experiences of and preferences for 
end-of-life communication, advance directives, life-sustaining measures and 
palliative care; 
2. Identify broader cultural, social and contextual factors, which shape individual 
preferences for care provided at the end of life in the Taiwanese social context.  
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1.4 Significance of This Study 
There are three significant aspects to this study. Firstly, the results provide an in-
depth description of Taiwanese city-dwelling adults’ experiences of end-of-life care 
and preferences for end-of-life communication, planning for healthcare wishes, use 
of life-sustaining measures and palliative care, which may improve the understanding 
of end-of-life healthcare practices in the general population. Secondly, the results 
identify the significance of broader cultural, social and contextual factors which 
shape Taiwanese city-dwelling adults’ preferences about end-of-life care and 
elucidate how these factors may affect an individual’s preferred methods for 
discussing end-of-life issues, planning for end-of-life healthcare wishes, and use of 
life-sustaining measures and palliative care in contemporary Taiwanese society. Such 
information will be useful to prepare health professionals for the challenges relating 
to providing end-of-life care and planning end-of-life healthcare for individuals and 
families. Additionally, these findings will help to develop practice guidelines to 
facilitate end-of-life care decision-making to improve the quality of life of people 
with terminal illnesses and their families. The results can also guide health 
professionals to implement appropriate supportive interventions for people requiring 
primary healthcare. Thirdly, this study provides empirical evidence and a deeper 
theoretical understanding of the significance of cultural, social and contextual factors 
on individual preferences regarding end-of-life care.  
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1.5 Overview of the Thesis 
Chapter Two consists of a review of the literature on end-of-life communication, 
advance directives, life-sustaining treatments and palliative care. The development of 
advance directives and palliative care in Taiwan is considered. A review of empirical 
research on end-of-life preferences and the influence of broader cultural, social and 
contextual factors are discussed in detail.    
 
Chapter Three provides the social ecological framework for this study. Social 
ecological perspectives in public health and the social ecological models of health 
are described. A critical review of the use of conceptual models for end-of-life 
research is discussed. Based on the social ecological perspective, a critical review of 
the literature and the results of the first stage study, significant factors influencing 
Taiwanese city-dwelling adults’ preferences for end-of-life care are proposed, and 
the conceptual model for this study is presented.    
 
Chapter Four outlines the research methodology and methods used in this study.  The 
multimethod design and the rationale for the design are presented. The research 
purpose, population, sampling strategies, data collection and analysis procedures for 
the first and the second stage study are described. Ethical considerations for both 
studies are outlined in the final section.  
 
Chapter Five presents the results of the first stage study involving semi-structured 
interviews. In Chapter Six, the results of the pilot study and cross-sectional survey 
are reported.  
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Chapter Seven discusses the findings with respect to Taiwanese city-dwelling adults’ 
experiences of and preferences for care provided at the end of life. The relationships 
between factors proposed in the conceptual model are discussed. Based on the 
research findings, theoretical and practical implications, and recommendations for 
future research are outlined at the end of this chapter. 
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CHAPTER 2 
 LITEREATURE REVIEW 
 
2.1 Introduction  
This chapter presents a summary of literature pertaining to end-of-life preferences 
and practices. These include end-of-life communication, advance directives, life-
sustaining treatments and palliative care. The first part of the review, Section 2.2, 
describes the importance of communication at the end of life and end-of-life 
communication preferences and practices. Section 2.3, outlines the origin of advance 
directives and advance directive preferences and practices. Self-determination for 
life-sustaining treatments and life-sustaining treatment preferences and practices are 
presented in Section 2.4. Section 2.5 presents a definition of palliative care, the 
development of palliative care and palliative care preferences and practices. A 
critical review of the influence of cultural, social, religious, psychological and 
individual factors on individual care decisions is discussed in detail in Section 2.6.   
 
2.2 Communication at the End of Life  
2.2.1 Importance of Communication at the End of Life 
Effective end-of-life communication is important to planning for end-of-life 
healthcare and can enhance mutual understandings between health professionals, 
individuals and their families regarding health care plans and decisions. Many 
studies in Taiwan have demonstrated that communication in relation to end-of-life 
issues can improve quality of life, and autonomy in participating in and making care 
decisions for people with terminal illnesses (Cheng et al., 2008; Leung, Chiu, & 
Chen, 2006; Tang et al., 2006). More specifically, communication regarding end-of-
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life care can enhance an individual’s awareness of and understanding about end-of-
life healthcare choices and such communication is thought to facilitate more active 
participation in discussing and planning for end-of-life healthcare (Huang, Hu, Chiu, 
& Chen, 2008). Individual choices about care are, therefore, thought to be more 
likely to be consistent with their wishes, thus improving quality of life (Huang et al., 
2008; Tang et al., 2006).  
 
Nevertheless, the absence of or ambiguity regarding communication between 
individuals and health professionals can negatively impact on individual attitudes 
towards end-of-life decisions (Gregorio, 2009) and also create frustration, anger or 
conflict for both individuals and health professionals (Crow, 2009). For instance, 
conflict can arise when there is a request for a hastened death for an individual with a 
terminal illness who is not competent to make care decisions (Tang, Liu, Lai, Liu, & 
Chen, 2005; Raye, 2009; Volicer, 2009). It has been argued that effective 
communication providing mutual understanding about treatment options and 
individual care preferences between individuals, families and health professionals is 
an essential strategy to avoid potential conflicts (Gregorio, 2009). Understanding 
individual preferences pertaining to end-of-life communication is deemed to be a 
fundamental aspect of effective communication, in order to individualise and tailor 
these sensitive discussions. 
 
2.2.2 End-of-life Communication Preferences and Practices  
Understanding individual preferences regarding end-of-life communication, focusing 
on multidimensional aspects of the provision of information, support and facilitation, 
is of paramount importance to meet individual expectations and needs at the end of 
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life. A number of studies conducted in populations in the USA (Parker et al., 2001), 
Singapore (Chiu et al., 2006), Canada (Davison, Parker, & Goldenberg, 2004), the 
United Kingdom (Brown, Parker, Furber, & Thomas, 2011), and Italy (Mauri, Vegni, 
Lozza, Parker, & Moja, 2009) have suggested that participants rate the content of 
information as more important than supportive and facilitative aspects of end-of-life 
communication (Brown et al., 2011; Chiu et al., 2006; Davison et al., 2004; Mauri et 
al., 2009; Parker et al., 2001).  Many scholars have argued that people living in 
societies where full information disclosure flourishes are more likely to discuss end-
of-life issues (Fallowfield, Jenkins, & Beveridge, 2002; Schrader, Nelson, & 
Eidsness, 2009). Full disclosure of disease conditions, such as diagnosis or prognosis, 
is generally seen in these societies as a necessary prerequisite to ethical practice for 
health professionals working in such environments (Candib, 2002). In this context, 
individuals are considered to have a greater preference for discussing treatment 
options with their health professionals and to have more information about their care 
outcomes (Kaplowitz, Campo, & Chiu, 2002; McCarthy et al., 2008, Parker et al., 
2007; Schrader et al., 2009). A recent study comparing end-of-life communication 
between Korean American and non-Hispanic, white, city-dwelling, older adults 
suggested that non-Hispanic whites are more likely to engage in end-of-life 
communication than Korean Americans (Ko & Lee, 2009). It seems that, to the 
extent that end-of-life studies focused on the population of other cultural or ethnic 
groups, Asian groups in particular report that preferences for open end-of-life 
communication are less common than in studies involving Western populations. 
These studies indicate that differences in culture can have a significant influence on 
an individual’s willingness to communicate about end-of-life issues and preferences 
for various methods of end-of-life communication. Such data raises questions about 
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the applicability of data from Western samples about end-of-life communication to 
non-Western populations. 
 
In contemporary Taiwanese society, communication issues regarding end-of-life care 
remain controversial. Wang, Chen, Chen, and Huang (2004) suggested that in 
Taiwan, family members can be more likely to follow the principle of beneficence, 
whereas for individuals, the principle of autonomy is more likely to be supported 
(Wang et al., 2004). That is, family members who prefer nondisclosure of the disease 
diagnosis often cite their fear that the information will upset their loved ones and that 
it may be detrimental to emotional and psychological well-being, leading them to 
give up hope to fight the disease (Hu et al., 2002). While traditionally Taiwanese 
people have typically believed that discussion about end-of-life and truth disclosure 
can cause psychological or emotional harm to people with terminal illnesses (Wang 
et al., 2004), more recent studies in Taiwan have reported that participants have a 
strong preference to be informed about their diagnosis and prognosis (Tang & Lee, 
2004; Tang et al., 2006; Wang et al., 2004). Many authors have argued that people 
strongly reinforce their right to be informed about disease conditions over the 
preference of their family, and their preference to be informed of the truth prior to 
releasing any information to the family (Low, Ng, Yap, & Chan, 2000; Tang & Lee, 
2004; Tang et al., 2006; Wang et al., 2004). The findings of these studies indicate 
that although a model of family autonomy is strongly ingrained in Taiwanese society, 
individuals have become more aware of their right to self-determination. Likewise, a 
number of studies conducted on Korean (Yun et al., 2004; Yun et al., 2010) and 
Chinese populations (Jiang et al., 2007) have reported higher preferences for 
disclosure of disease information to people with terminal illnesses than reported in 
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previous years (Yun et al., 2004; Yun et al., 2010; Jiang et al., 2007). These results 
highlight the importance of exploring the significance of cultural and social 
influences on end-of-life communication and individual preferences for methods to 
communicate at the end of life. However, recent studies conducted in Taiwan and 
other Asian countries (Yun et al., 2004; Yun et al., 2010; Jiang et al., 2007) have 
investigated only one specific dimension of preferences regarding truth-telling or 
disclosure of diagnosis and prognosis (Tang & Lee, 2004; Tang et al., 2006; Wang et 
al., 2004). These studies have not considered broader cultural, social and contextual 
influences and have focused on convenience samples of people who attended a 
health examination centre (Wang et al., 2004), or clinical samples of cancer patients 
and their families (Tang & Lee, 2004; Tang et al., 2006; Yun et al., 2004; Yun et al., 
2010; Jiang et al., 2007). The results of these studies have not been conclusive and 
may not be representative of the general Taiwanese population.  
 
While available studies shed some light on the complexity of communication in 
relation to end-of-life issues, limited systematic investigation of these practices has 
been undertaken in Taiwan. Since communication is an important part of the 
experience of facing end-of-life, it is of paramount importance to explore Taiwanese 
people’s preferences for end-of-life communication and to explore the influence of 
broader cultural, social and contextual factors which shape their preferred methods of 
end-of-life communication, so that end-of-life communication in health care settings 
can be optimised in ways that are culturally and socially appropriate. 
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2.3Advance Directives  
2.3.1 Origin of Advance Directives 
An advance directive is a legal oral and/or written instruction exercising a person’s 
right to accept or refuse future medical care, in the event that the person becomes 
unable to communicate (Htut, Shahrul, & Poi, 2007; Moore, 2005; National Hospice 
and Palliative Care Organization, 2008). It is based on four ethical principles of 
medicine; respect for autonomy, beneficence, non-maleficence and justice (Tsai, Pan, 
Wu, Chiu, & Huang, 2006). Advance directives have been proposed as a useful 
means of making an individual’s medical care choices clear to family, friends and 
health professionals and it can also help to ensure that an individual’s preferences 
and values are respected (Salmond & David, 2005). Advance directives most 
commonly include 
6
living wills and a durable power of attorney for health care 
(DPOA-HC). Living wills allow individuals to state their wishes pertaining to 
preferences for treatments including accepting or refusing specific life-sustaining 
measures under special circumstances, such as a terminal illness or persistent 
vegetative state (Alfonso, 2009; Crawford, 2007).  A DPOA-HC is designated by 
individuals as a healthcare proxy to make decisions or carry out health care wishes in 
relation to medical treatments in the event that the person is unable to make 
competent decisions (Dobbins, 2007; Ko, 2008).  
 
The concept of advance directives was originally promoted by scholar Louis Kutner 
in 1930 and the concept of living wills was first discussed in the late 1960s (Brown, 
2003; Yang, Chen, & Hu, 2008). In 1968, Florida proposed draft legislation for 
                                                 
6
 The terms “living will” and “durable power of attorney” have been adopted in Taiwan from 
American terminology.  
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living wills, however, the proposal did not pass (Tsai et al., 2006). Pivotal cases such 
as the Quinlan case in 1975 in New Jersey and the Cruzan case in 1983 in Missouri, 
attracted little attention from the public, the legislature and judiciary. Since then, the 
concept of advance directives has been promoted in the USA (Brown, 2003). In 1976, 
the Natural Death Act was passed in California. This was the first law in the world 
giving legal force to living wills, which enabled patients to make medical decisions 
regarding life-sustaining measures. In 1977, Arkansas became one of the first states 
to pass Advance Directive Legislation which authorised patients to refuse life-
sustaining measures. In 1983, Pennsylvania became the first state to enact legislation 
for durable power of attorney for health care (Hackler, Moseley, & Vawter, 1989 as 
cited in Brown, 2003, p. 4). In 1985, the National Conference of Commissioners on 
Uniform State Laws proposed the Uniform Right of the Terminally Ill Act which 
allowed competent patients to establish advance directives to state treatment wishes 
in the event that they were not able to make medical decisions. In 1989, the Uniform 
Right of the Terminally Ill Act was amended to include a durable power of attorney 
for health care (Tsai et al., 2006). In 1990, the Supreme Court Decision cited the 14
th
 
Amendment, stating that a competent person has a constitutionally protected liberty 
to refuse unwanted medical treatments. This decision strongly pointed the way to 
legalising advance directives to clarify a person’s wishes (Brown, 2003). The 
legislation came into effect in 1991 and mandated that all patients receiving 
Medicare payments who were admitted to health care facilities should be informed 
about their right to participate in medical treatment decisions and be invited to 
complete advance directives (Dobbins, 2007; Salmond & David, 2005). 
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Following the influence of the Patient-Self Determination Act in the USA, Taiwan 
enacted the Hospice Palliative Act in 2000 which was later amended in 2002, 2011 
and 2013 (Ministry of Justice, 2009; Taiwan Academy of Hospice Palliative 
Medicine, 2013). Terminally-ill patients and people who are over 20 years old and 
who are competent to make decisions are encouraged to establish advance directives 
for end-of-life healthcare wishes. This Act is intended to respect Taiwanese people’s 
right to make health care choices and enable them to refuse unwanted or unnecessary 
treatments at the end of life. Since the Hospice Palliative Act was enacted in Taiwan, 
the Department of Health Executive Yuan in Taiwan (2013) has announced advance 
directives and created five documents for people with terminal illnesses and the 
general public to use. These are: the opting for hospice palliative medicine and 
choices regarding life-sustaining treatments form; the do-not-resuscitate form; the 
refusing use of life-sustaining treatments form; the durable power of attorney for 
health care form; and the retracting the option for hospice palliative medicine and 
choices regarding life-sustaining treatments statements. These documents are 
officially recognised as a means of supporting advance directives (Fang, Jhing, & 
Lin, 2009; Yang et al., 2008).  
 
2.3.2 Advance Directives Preferences and Practices 
While a number of studies have focused on the completion rate for advance 
directives among community-dwelling American adults or older adults (Braun, 
Onaka, & Horiuchi, 2001; McCarthy et al., 2008; McAuley, Mccutcheon, & Travis, 
2008), African Americans (Morrison & Meier, 2004; Jordan, 2010), Latinos (Kelley, 
Wenger, & Sarkisian, 2010), and Korean Americans (Ko, 2008), other researchers 
have drawn attention to the need to investigate people’s preferences toward advance 
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directives in population including older Latinos (Heyman & Gutheil, 2010), 
community-dwelling Korean people (Kim, 2011; Kim et al., 2012), middle-aged and 
senior Japanese people (Miyata, Shiraishi, & Kai, 2006) and Taiwanese city-dwelling 
older adults (Hsu et al., 2012).   
 
Many scholars have argued that completing advance directives is no longer the 
primary focus of end-of-life planning, which is concerned more with the process of 
discussion about healthcare planning (Heyman & Gutheil, 2010). There is no 
guarantee that a completed and well-prepared advance directive will be carried out 
due to family expectations of treatment decisions and loss of documents (Alfonso, 
2009; Huang et al., 2008; Lanier, 2008). That is, when incapacitated individuals are 
transferred from one health care institution to another during the course of their 
illness, the advance directive document may not always follow them, leaving 
decisions in the hands of family members or health professionals (Alfonso, 2009; 
Lanier, 2008). Also, health professionals are often requested to follow the wishes of 
families rather than individuals, which is likely to be the case in Taiwan. According 
to Yang et al. (2008), in clinical settings, individuals are frequently not involved in 
discussions about healthcare planning and their true wishes are often not respected. 
For example, in a study conducted in Taiwan by Hu et al. (2002), the authors 
concluded that less than half of the treatment decisions, especially do-not-resuscitate 
(DNR) consents, are from both patients and their families in clinical settings. This is 
because family members often take control of treatment decisions, without having 
discussions with their loved ones. Such issues often result in ethical dilemmas for 
health professionals (Ku & Lee, 2002; Yang et al., 2008) and unnecessary medical 
interventions for people with terminal illnesses.   
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Heyman and Gutheil (2010) claimed that individual preferences or attitudes play an 
essential role in facilitating the process of discussions about end-of-life issues. A 
number of studies about preferences for advance directives conducted in the Western 
context have suggested that people express moderate preferences toward advance 
directives (Douglas & Brown, 2002; Heyman & Gutheil, 2010; Nolan & Bruder, 
1997; Salmond & David, 2005). These results are consistent with studies conducted 
in Asian contexts. More recent studies suggest Korean community-dwelling adults 
and Japanese city-dwelling adults express positive preferences toward advance 
directives (Kim, 2011; Kim et al., 2012; Miyata et al., 2006) and they prefer to have 
treatment preferences in writing, appointment of proxies for care decision-making 
and financial and funeral arrangements (Miyata et al., 2006). Many scholars have 
stated that people with moderately favourable preferences toward advance directives 
have higher rates of completion (Douglas & Brown, 2002; Matsui, Braun, & Karel, 
2008; Nolan & Bruder, 1997) and that they are more likely to have discussions about 
and plan for healthcare at the end of life (Douglas & Brown, 2002; Hamel, 2000; 
Morrison & Meier, 2004).  
 
Since the Hospice Palliative Act was enacted in 2000, Taiwanese people’s 
preferences for advance directives remain controversial. More recent studies about 
preferences for advance directives suggested that Taiwanese people, on average, 
have a high willingness to establish advance directives for end-of-life care (Lin, 2009; 
Yang, Chiu, Hsiung, & Hu, 2011). In contrast, Hsu et al.’s (2012) study revealed that 
few Taiwanese people want to establish advance directives, especially when it comes 
to endorsing DNR on the National Health Insurance Integrated Circuit (NHI IC) card. 
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The inconsistency in findings between these studies could be due to different 
research designs, target populations and measures being used. For instance, Yang et 
al.’s (2011) and Lin’s (2009) studies focused on samples from a clinical setting and 
bereaved families from a cancer registry of a medical centre, whereas Hsu et al.’s 
(2012) study was conducted the population of older community-dwelling adults who 
were attending a health examination at a medical centre in northern Taiwan. Studies 
to date have focused predominantly on terminally-ill patients, bereaved families and 
older adults. These studies cannot be generalised to the general population in Taiwan. 
The findings highlight a need to understand personal preferences for advance 
directives and the influence of broader cultural, social and contextual factors which 
shape an individual’s preferred methods of planning for healthcare in the general 
population in the Taiwanese social context. 
 
2.4 Life-sustaining Treatments   
2.4.1 Self-determination for Life-sustaining Treatments  
A person’s right to self-determination is a primary ethical and legal principle guiding 
medical and nursing care. The Patient Self-Determination Act (PSDA) in the USA 
was enacted in 1991 due to an increased awareness regarding concerns about patient 
autonomy, self-determination at the end of life and the need for improvement in end-
of-life care (Dobbins, 2007; Salmond & David, 2005). The legislation mandated that 
all patients admitted to health care institutions should be informed of their right to 
participate in treatment decisions (Dobbins, 2007; Salmond & David, 2005), and 
their right to refuse medical treatments, such as artificial nutrition and hydration and 
cardiac pulmonary resuscitation (CPR) (Kleespies, Miller, & Preston, 2009).  
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The passing of the PSDA has increased awareness of people’s right to determine 
end-of-life treatment options (Nahm & Resnick, 2001), and has also converted the 
physician-patient relationship from one of paternalism to one of patient-autonomy or 
individualistic self-determination which enables individuals to make medical 
decisions to refuse life-sustaining measures (Moselli, Debernardi, & Piovano, 2006). 
A decision to refuse life-sustaining measures means that an individual requests that 
he or she be allowed to die without further attempts to extend life through 
extraordinary means, such as respirators, or ordinary means, such as use of 
antibiotics and artificial nutrition and hydration (Cicirelli, MacLean, & Cox, 2000).  
In addition, a number of studies have reported that most people support a patient’s 
right to die at the end of life (Mills & Wilmoth, 2002), and believe refusal of life-
sustaining measures can improve quality of life in the last stage of life (Porensky & 
Carpenter, 2008; Silveira, Dipiero, Gerrity, & Feudtner, 2000; Sullivan, Muskin, 
Feldman, & Haase, 2004). This is based on a general understanding of the meaning 
of DNR, refusal of treatment, mechanical ventilation and artificial nutrition and 
hydration (Porensky & Carpenter, 2008; Silveira et al., 2000; Sullivan et al., 2004) 
which highlights an increased awareness of life-sustaining measures and the right to 
make treatments decisions at the end of life (Nahm & Resnick, 2001). 
 
2.4.2 Life-sustaining Treatments Preferences and Practices  
The concept of life-sustaining treatments commonly presented in the literature 
includes measures, such as a ventilator, CPR, major surgery, artificial nutrition and 
hydration, dialysis and antibiotics (Ko, Cho, & Bonilla, 2012; Nahm & Resnick, 
2001). A number of studies have drawn attention to individual preferences for life-
sustaining measures in American (Cicirelli et al., 2000; Nahm & Resnick, 2001; 
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Schrader et al., 2009; Schrader, Nelson, & Eidsness, 2010), Swedish (Lindblad, Juth, 
Fürst, & Lynöe, 2010; Rydvall & LynÖ e, 2008), Japanese American (Matsui & 
Braun, 2009), Mexican American and Korean American general populations (Ko et 
al., 2012). More recent studies have suggested that most people are in favour of a 
competent person’s right to abstain from life-sustaining measures (Lindblad et al., 
2010) and they believe that it is very important to avoid life-sustaining measures 
(Schrader et al., 2009, 2010). Many studies also reported that most people would not 
want life-sustaining measures, such as CPR, mechanical ventilation, artificial 
nutrition and hydration (Ko et al., 2012; Matsui & Braun, 2009; Rydvall & LynÖ e, 
2008; Schrader et al., 2009, 2010). Overall, it seems that people in societies where 
principles of self-determination are highly valued are more aware of and have more 
favourable preferences toward refusing life-sustaining measures at the end of life.  
 
Given the effect of the PSDA in the US, Taiwan enacted the Hospice Care Law in 
2000 to respect terminally-ill people’s wishes regarding medical care and also to 
protect their right to make end-of-life treatment decisions (Ministry of Justice, 2009). 
Due to the Hospice Care Law in Taiwan, terminally-ill patients and people who are 
competent and over 20 years old are encouraged to establish their end-of-life 
healthcare wishes, such as use of life-sustaining measures at the end of life (Ministry 
of Justice, 2009). Such policies are implemented to enable health professionals in 
Taiwan to discuss end-of-life care with patients, and encourage medical teams to 
make ethical and lawful decisions for patients with terminal illnesses (Huang et al., 
2008).  
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However, issues pertaining to life-sustaining measures, such as CPR, artificial 
nutrition and hydration and mechanical ventilation, for persons with terminal 
illnesses still remain controversial in Taiwan (Fang et al., 2009). Since the Hospice 
Care Law was established, many difficulties and ethical dilemmas have been 
identified in clinical practice. The decision about whether to respect a patient’s right 
to use life-sustaining measures or to comply with family members’ wishes has been a 
sensitive issue for health professionals in Taiwanese society. According to Huang et 
al. (2008), one major problem relates to obtaining DNR consent from people with 
terminal illnesses as the majority of DNR consents are signed by family members 
rather than the individuals themselves (Huang et al., 2008; Tang et al., 2005). For 
instance, in Huang et al.’s (2008) study, less than one fifth of patients signed the 
consent form themselves, while well over three quarters of consent forms were 
signed by family members (Huang et al., 2008). Likewise, Huang (2006) argued that 
although patients establish healthcare wishes refusing life-sustaining measures, one 
third of them still receive at least one of the sub-categories of CPR during a critical 
situation. The reasons that patients are not involved in the discussions of such issues 
include poor physical and psychological conditions, concerns about consultation with 
the hospice team, and family’s refusal (Huang et al., 2008). These results highlight 
the importance of understanding an individual’s preferences for end-of-life care and 
the influence of cultural, social and contextual factors on an individual’s healthcare 
decisions.  
 
Furthermore, many Taiwanese studies about preferences toward life-sustaining 
measures have revealed that at the end of life, people often prefer to promote the 
quality of life rather than to prolong life (Chiu, Hu, Cheng, & Chen, 2000), and most 
Chapter 2 
25 
people would decline life-sustaining measures, such as nasogastric (NG) feeding, 
CPR and a mechanical ventilator, at the end of life (Chang, 2008). Likewise, Lee, 
Chen, Yeo, and So (2003) reported that, in Hong Kong, many people are in favour of 
refusal of life-sustaining interventions for people with terminal illnesses or people 
who are dying. In contrast, Chiu et al.’s (2004) study showed that many Taiwanese 
people expressed their wishes to have life-sustaining measures at the end of life, 
especially artificial nutrition and hydration. The results are consistent with a study in 
Singapore where results suggested that more than half the sample would like to have 
CPR, artificial ventilation, intravenous hydration and NG feeding (Low et al., 2000). 
The inconsistent findings of these studies can be attributed to different target samples, 
research designs and measures. Matsui et al. (2008) argued that end-of-life 
preferences can be influenced by social contextual factors in one’s country of 
residence. While Taiwanese studies have focused primarily on the populations of 
veterans and patients and not considered broader cultural, social and contextual 
factors, they highlight the need for a more systematic study of individual preferences 
toward life-sustaining measures within the Taiwanese population.   
 
 2.5 Palliative Care  
2.5.1 Palliative Care by the World Health Organization  
Palliative care is widely recognised across the world as the optimal care provided for 
people with terminal illnesses and their family members. Palliative care services can 
be described as the entire range of care services provided from the time of the 
patient’s first diagnosis of an incurable disease to the time of the death, and for 
family, this care can extend into the bereavement period (Hardy, 2000). Palliative 
care is defined by the World Health Organization [WHO] (2012) in Table 2.1. 
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Table 2.1 Definition of Palliative Care (WHO, 2012, para.1) 
   Palliative care 
 provides relief from pain and other distressing symptoms;  
 affirms life and regards dying as a normal process;  
 intends neither to hasten or postpone death;  
 integrates the psychological and spiritual aspects of patient care;  
 offers a support system to help patients live as actively as possible until 
death;  
 offers a support system to help the family cope during the patients illness 
and in their own bereavement;  
 uses a team approach to address the needs of patients and their families, 
including bereavement counselling, if indicated;  
 will enhance quality of life, and may also positively influence the course of 
illness;  
 is applicable early in the course of illness, in conjunction with other 
therapies that are intended to prolong life, such as chemotherapy or radiation 
therapy, and includes those investigations needed to better understand and 
manage distressing clinical complications.  
 
Lima and Hamzah (2004) stated that the philosophy of palliative care emphasises 
four main aspects including; respect for the individual, compassionate care, a holistic 
approach and caring for family members. Further to this, other scholars have 
suggested that the provision of comprehensive palliative care is based on 
understanding and treating causes of suffering including pain, physical symptoms, 
psychological problems, social difficulties, cultural factors and spiritual concerns 
(Woodruff, 2004). Control of pain, and other symptoms, and addressing cultural, 
psychological, social and spiritual concerns are recognised as being of high priority 
in palliative care as well as the primary purpose of palliative care in order to achieve 
the best quality of life for the patients and their families (Chrystal-France, 2003; 
Kuebler, Lynn, & Rohen, 2005; Owens & Randhawa, 2004).  
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2.5.2 Origin of Palliative Care in Taiwan  
The modern palliative care movement began about two and half decades ago in 
Taiwan where the terms ‘hospice’ and ‘palliative care’ are often used 
interchangeably. Hospice in Mandarin can be translated as “care that makes patients 
peaceful”, while palliative care is “relieved or mitigating care” (Glass et al., 2010, p. 
11). The first hospice care was established in the home setting in 1983 by 
7
Catholic 
Sanipax Social-Medical Service & Education Foundation. In 1987, the first hospice 
program was set up with the initiation of the hospice committee at 
8
Mackay 
Memorial Hospital, a Christian hospital (Glass et al., 2010). Mackay Memorial 
Hospital’s first 18 bed in-patient unit opened its door in February 1990 (Chiu, 2005; 
Lai & Su, 1997). In 1994, the second hospice ward was opened in a Catholic hospital, 
followed by the third in the National Taiwan University Hospital, a public university 
affiliated hospital, in 1995. In 1996, the Buddhist Tzu-Chi Hospital established the 
first hospice in a Buddhist hospital in Hua-lien in north eastern Taiwan.  
 
In addition, the Taiwanese Government’s support for the palliative care program has 
been positive in terms of legislation, funding and national insurance. The Department 
of Health Executive Yuan has been involved in the hospice movement since 1995 
(Lai & Su, 1997). In 1996, 
9
The Hospice Care Promotion Committee was established 
to promulgate regulations and guidelines (Lai & Su, 1997). That same year, a long 
term trial of incorporating hospice home care expense into the National Health 
Insurance (NHI) began and hospice hospital care was added in 2000 (Department of 
                                                 
7
 財團法人天主教康泰醫療教育基金會 (Chinese) 
8
 馬偕紀念醫院 (Chinese) 
9
 安寧推動小組 (Chinese) 
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Health Executive Yuan R.O.C Taiwan, 2008; Glass et al., 2010). In 2000, Taiwan 
passed 
10
the Natural Death Act which included the Hospice-Palliative Care 
Enforcement Rules, allowing terminally-ill patients to obtain treatment consistent 
with their wishes and to have the right to refuse unnecessary pain from 
cardiopulmonary resuscitation (CPR) (Chiu, 2005; Glass et al., 2010) (The Natural 
Death Act in Taiwan is described in Section 1.2.1). Also that same year, the Bureau 
of National Health Insurance started a trial of 
11
Integrated Delivery System (IDS) 
that integrated all Hospice Palliative Care services into the National Health Insurance 
(Lin, Lu, Lin, Hsu, & Yang, 2011; Glass et al., 2010). The trial only included 
terminal cancer diseases in 2000 and motor neuron disease was added in 2003 (Lin et 
al., 2011). In 2005, 
12
the Cooperative Care Plan was executed by the Bureau of 
National Health Insurance to deliver and extend hospice care in a medical model to 
patients in the terminal stage of illness in general wards (Hospice Foundation of 
Taiwan, 2006b). In 2006, the Department of Health Executive Yuan authorised the 
Hospice Foundation of Taiwan to promote the endorsement of opting for hospice 
palliative medicine in the National Health Insurance IC Card (Lin et al., 2011). In 
2009, the legislation of Integrated Delivery System (IDS) that integrated all Hospice 
Palliative Care services into the National Health Insurance was passed. An additional 
eight non-cancer terminal diseases were added in this legislation including senile and 
pre-senile organic psychotic conditions, other cerebral degenerations, heart failure, 
chronic airways obstruction, pulmonary diseases, chronic liver diseases and liver 
cirrhosis, acute renal failure and chronic renal failure (Lin et al., 2011). Since the 
                                                 
10
 安寧緩和醫療條例 (Chinese) 
11
 安寧療護整合型照護試辦計畫 (Chinese) 
12
 安寧緩和醫療共同照護模式計畫 (Chinese) 
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integration of services, the expense of the IDS of hospice care has been formally 
included under the National Health Insurance (Lin et al., 2011; Glass et al., 2010).  
 
Palliative care in Taiwan focuses on  provision of four integral types of care 
including integrated care for patients (physical, mind and spiritual care), care for 
patients’ families, whole process care (from dying to death and after death) and care 
provided by multidisciplinary medical team members (Glass et al., 2010). There are a 
total of 74 hospitals providing palliative care in Taiwan. A total of 46 out of the 74 
hospitals have palliative care inpatients units, including 19 in the northern area, 5 in 
the central area, 15 in the southern area, 6 in the eastern area and 1 on Penghu Island. 
Other hospitals without palliative inpatient units may have a professional team of 
hospice staff providing hospice home care or cooperative care plans in general wards 
(Hospice Foundation of Taiwan, 2006a; Taiwan Hospice Organization, 2013). There 
are three models of palliative care for patients to choose from, including palliative 
care units (free standing hospice hospitals and hospitals with palliative care units), 
hospice home care and cooperative care plans (Glass et al., 2010; Hospice 
Foundation of Taiwan, 2006a).  
 
2.5.3 Palliative Care Preferences and Practices 
Palliative care services are commonly utilised in an effort to support people with 
advanced, life-limiting diseases and their families as end-of-life care often involves 
substantial emotional, physical and financial strain (Manu et al., 2012). In more 
recent studies, many researchers have drawn attention to understanding individual 
opinions and preferences for palliative care (Australian Government Department of 
Health and Aging, 2006; Johnson, Kuchibhatla, & Tulsky, 2008, 2009; Manu et al., 
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2012; Ruff, Jacobs, Fernandez, Bowen, & Gerber, 2011). Ruff et al. (2011) 
suggested that to optimise the advantages of end-of-life planning and palliative care 
services, it is necessary to understand opinions and preferences about end-of-life 
issues, especially regarding palliative care, among the general population. Indeed, 
individual preferences or attitudes play an important role in facilitating the process of 
discussion about and planning for end-of-life healthcare (Heyman & Gutheil, 2010). 
A number of recent studies about preferences for palliative care conducted on the 
general populations of the USA (Johnson et al., 2008, 2009; Manu et al., 2012; 
Schrader et al., 2009, 2010), and Australia (Australian Government Department of 
Health and Aging, 2006) suggested that, in general, people have favourable or 
positive preferences toward palliative care (Australian Government Department of 
Health and Aging, 2006; Johnson et al., 2008, 2009; Manu et al., 2012), they would 
want palliative care if they were in the terminal stage of illness and would prefer to 
be in their own home (Schrader et al., 2009, 2010). Studies further suggested that 
most people agree that palliative care provides emotional support and medical care to 
people with terminal illnesses and their families and that palliative care can make 
people feel better and help people die with dignity (Australian Government 
Department of Health and Aging, 2006; Manu et al., 2012). Many scholars have 
argued that individuals who prefer end-of-life care often wish to have a dignified 
death and not burden families with terminal care (Rietjens, Heide, Onwuteaka-
Philipsen, Maas, & Wal, 2006). Overall, it seems that people in societies where the 
principles of an individual’s autonomy are highly valued have more favourable 
preferences toward end-of-life care. 
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Since the palliative care service was established in Taiwan, issues of palliative care 
have been highlighted in research. According to the Department of Health Executive 
Yuan in Taiwan (2008), the use of palliative care services by people with terminal 
illnesses in the year prior to death increased from 7.4% in 2000 to 18.5% in 2006. 
During the period 2004 to 2008, the goal for hospice coverage rate was set at 50% in 
the National Cancer Strategy of Taiwan, however, only 17% of people in the 
terminal stage received palliative care (Glass et al., 2010). Reasons for this could 
include misunderstandings about palliative care and negative attitudes toward end-of-
life issues generally. To optimise the advantages of end-of-life planning and 
palliative care services, many studies have focused on a range of issues in relation to 
palliative care, including perceptions of palliative care (Chao, 1998; Huang et al., 
2005; Lai, 2013; Wang, 2007) and preferences or attitudes toward palliative care 
(Chao, 1998; Chang et al., 2006; Hsu et al., 2012; Lai, 2013) in the general 
population. Studies have reported that many people report that palliative care helps 
people die with dignity (Chao, 1998), and also offers physical, psychological and 
spiritual care to support people with terminal illnesses and their families (Chao, 1998; 
Lai, 2013; Wang, 2007). However, some people state that palliative care is a place 
for people who are dying from incurable disease, a place for elderly people, such as a 
nursing home (Chao, 1998; Wang, 2007), and a place where one forgoes all medical 
treatments (Wang, 2007). Furthermore, studies which focused on preferences for 
palliative care have suggested that, on average, Taiwanese people have favourable 
preferences toward receiving palliative care when they are in the terminal stage of 
illness (Chao, 1998; Chang et al., 2006; Lai, 2013). In contrast, Hsu et al. (2012) 
reported that only a few people have favourable preferences toward palliative care. 
The inconsistency of these study results could be due to different study designs and 
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the use of different measures and sampling strategies. For instance, Chang et al.’s 
(2006) study used a convenience sample of hospital attendees from a medical 
university hospital, whereas Hsu et al. (2012) recruited community-dwelling aged 
adults from a medical centre which conducted senior citizen health examinations. 
Similarly, the focus of Lai (2013)’s study was to investigate the general public’s 
understanding of palliative care services and their intentions regarding use of 
palliative care services, using a convenience sampling approach. The study 
conducted by Chao (1998) is over ten years old. In these studies, factors influencing 
Taiwanese people’s preferences for palliative care were inconclusive. Further 
investigation is required regarding the understanding of and preferences for palliative 
care among the Taiwanese population. The influence of broader cultural, social and 
contextual factors which shape individual decisions regarding end-of-life care should 
be explored so that the potential value of such services can be realised in Taiwan.  
The following sections discuss the influence of broader cultural, social and 
contextual factors on an individual’s decisions about and preferences for end-of-life 
care.   
 
2.6 Influence of Cultural, Social, Religious, Psychological and 
Individual Factors on Care Preferences at the End of Life 
End-of-life decision-making is recognised as a difficult process and often presents 
dilemmas for Taiwanese people because the process of decision-making requires 
significant cognitive, emotional and moral work. As Ohs (2008) claims, decisions 
relating to health care in later life often entail consideration of a complex and diverse 
set of issues, making the process of decision-making a challenging and uncertain one. 
Understanding the factors which influence people’s decisions at the end of life is of 
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paramount importance. The following sections provide an empirical review of the 
influence of cultural, social, religious, psychological and individual factors on 
individual care decisions at the end of life.    
 
2.6.1 Cultural and Social Influences on Preferences and Practices  
Cultural backgrounds and social expectations have a significant influence on end-of-
life decisions (Ohs, 2008; Zikmund-Fisher, Lacey, & Fagerlin, 2008). Accordingly, 
an international study conducted by Miccinesi et al. (2005) in seven countries 
revealed that country of origin is the strongest determinant of preferences toward 
end-of-life decisions, and that cultural and social factors play an important role in 
end-of-life decisions. Indeed, different cultures can exhibit different sets of values, 
religious meaning systems, norms concerned with social responsibility and 
interpersonal and family relations (Hayslip, Hansson, Starkweather, & Dolan, 2009). 
People’s cultural backgrounds can thus shape the nature of their experiences, and 
provide assumptions and values that become fundamental to how a person leads 
his/her life and perceives end-of-life issues (Firth, 2005; Spector, 2004). Such 
cultural and social contextual factors are, therefore, important for understanding end-
of-life issues in contemporary society. The following sections discuss the influence 
of cultural values and social elements on individual care preferences at the end of life, 
to foster a deeper understanding regarding the complexities of cultural and social 
issues in decisions related to end-of-life care. 
 
2.6.1.1 Cultural and Social Beliefs and End-of-life Communication  
Taiwan is rich in Chinese cultural, traditional and family values. Such culture 
typically emphasises offering security, serenity, tranquillity and hope (Burt, 2003). In 
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traditional culture, there is a strong belief that informing people with cancer of 
diagnosis and prognosis means giving a death sentence, which can possibly destroy 
their hopes (Yu, 2001) and tempt fate which can hasten the dying process (Bosma, 
Apland, & Kazanjian, 2010; Reese, Chan, Perry, Wiersgalla, & Schlinger, 2005). 
This is because, in traditional beliefs, death is taboo and cancer is often viewed as 
being incurable and a death sentence (Yu, 2001).  
 
Additionally, in Taiwan it is well established that family structures typically remain 
the centre of life and a model of family autonomy in which family members have 
legitimate superior decision-making authority, even over fully competent patients 
(Tang et al., 2005). Information disclosure and decision-making about medical 
treatments are, therefore, often determined by family members rather than 
individuals. Such cultural traditions often result in ethical dilemmas when it comes to 
health care. A common dilemma for health professionals in end-of-life 
communication is how to respond to the family’s requests to withhold information 
from patients (Tang et al., 2005). This is because many families object to telling the 
truth to patients and health professionals often follow the wish of the families to 
withhold information from patients regarding diagnosis, prognosis information and 
medical treatment at the end of life (Tang et al., 2009; Tse, Chong, & Fok, 2003; 
Jiang et al., 2007). Several studies have reported that most people prefer family-
centred decision-making (Kwak & Haley, 2005), to follow the principle of 
beneficence (Wang et al., 2004), and to prefer non-disclosure in order to protect 
patients from any harmful information (Blackhall, Frank, Murphy, & Michel, 2001; 
Chang et al., 2006; Mystakidou, Parpa, Tsilika, Katsouda, & Vlahos, 2004). 
Communication with patients and relatives can be complex, particularly in cultures 
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where families play an important role in illness management, treatment decision-
making and end-of-life care (Chaturvedi, Loiselle, & Chandra, 2009; Kwak & 
Salmon, 2007).  
 
2.6.1.2 Cultural and Social Beliefs and End-of-life Care Decisions 
Cultural and social elements are an essential part of the contexts within which people 
understand their world and make decisions about how to act or behave (Kagawa-
Singer & Blackhall, 2001). The literature highlights the significance of cultural and 
social factors on individual end-of-life healthcare planning (Ditto & Hawkins, 2005; 
Perkins, Geppert, Gonzales, Cortez, & Hazuda, 2002; Reese et al., 2005), use of life-
sustaining measures (Huang et al., 2008; Tang et al., 2005; Payne et al., 2005; 
Williams, Dunford, Knowles, & Warner, 2007) and palliative care decisions 
(Washington et al., 2008). Ditto and Hawkins (2005) reported that people from Asian 
cultural backgrounds, in particular, are less likely to plan for end-of-life health care 
choices compared to people from Western cultures. This is thought to be related to 
the model of family autonomy (Tang et al., 2005) and the focus on optimism and 
positive thinking which are ingrained in traditional Asian culture (Ditto & Hawkins, 
2005). Reese et al. (2005) argued that strong Chinese values can promote avoidance 
of discussion about planning for end-of-life healthcare and death.  People are often 
afraid that if an end-of-life healthcare plan is in place in a mainstream health care 
context, they may not have any chance and may be left to die in instances where 
future intervention could improve their health outcomes (Johnstone & Kanitsaki, 
2009). Brown (2003) suggested that individuals are more likely to plan for end-of-
life healthcare when the environment is one where their autonomy flourishes.  
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In addition, a number of studies have suggested that cultural differences can shape 
individual preferences or decisions pertaining to life-sustaining measures (Back & 
Curtis, 2002; Bosma et al., 2010; Duffy, 2006; Kagawa-Singer & Blackhall, 2001; 
Williams et al., 2007). Many recent studies revealed that Asian populations are more 
likely to favour aggressive life-sustaining measures compared to Western 
populations (Payne et al., 2005; Williams et al., 2007) and that Asian family 
members often have significantly more assertive preferences toward life-sustaining 
measures, such as mechanical ventilation and CPR, for their ill loved ones (Huang et 
al., 2008; Kwok, Twinn, & Yan, 2007; Oh et al., 2004; Tang et al., 2005; Yun et al., 
2010). Most people also express higher preferences for their families to make 
treatment decisions (Matsui et al., 2008; Sittisombut & Inthong, 2009). Such data 
indicate that the family-oriented culture continues to be important in Asian countries. 
Kwon et al. (2009) asserted that in Asian cultures, family harmony is recognised as 
taking priority over individual interests and family members play a significant role in 
treatment decisions.  Filial piety is also strongly emphasised in Asian cultures. Social 
and cultural expectations are, therefore, very powerful when the value of saving face 
is combined with the value of filial piety. Saving face is a social-cultural mechanism 
which can therefore influence people’s behaviours, whereby the way neighbours, 
friends, colleagues and others view an individual in the society is considered of great 
importance (Glass et al., 2010). Taiwanese people interact within a society where 
these beliefs and practices have become social and cultural norms (Burt, 2003). Such 
values can present challenges with respect to the principles of the Patient Self-
Determination Act and the requirements of the Hospice Care Law, presenting an 
ethical dilemma for health professionals (Huang et al., 2008; Tang et al., 2005). 
Many scholars have further suggested that strong bonds with families or loved ones 
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play an essential role in treatment decisions (Bookwala et al., 2001; Schrader et al., 
2009, 2010). Most people are concerned about becoming an emotional or financial 
burden on families or loved ones and such concerns often shape their decisions about 
life-sustaining measures at the end of life (Bookwala et al., 2001; Schrader et al., 
2009, 2010). Indeed, individuals from different cultural, social or ethnic backgrounds 
are more likely to turn to their traditional norms and practices at the end of life 
because such cultural and social norms provide them with a particular meaning for 
their illnesses and guide them in end-of-life decisions in the face of uncertainty and 
distress.   
 
Furthermore, cultural beliefs which are central to perceptions of illness can influence 
individual preferences for palliative care. Many cultural beliefs often conflict with 
the philosophy of palliative care (Washington et al., 2008). Effective pain 
management is one of the principles of palliative care used to alleviate unpleasant 
feelings and symptoms for palliative patients. The literature, however, suggests that a 
number of barriers to effective pain relief exist in Taiwan, including inadequate pain 
assessment, lack of knowledge with respect to current treatments and social and 
cultural influence on the use of analgesia (Chiu, 2005; De Leon-Casasola, 2008). 
Interestingly, social and cultural factors are suggested as the major influential factors, 
including beliefs about the significance of enduring pain, use of opiates and family-
centred decision-making (Chiu, 2005; Lin, 2000). Accordingly, Chiu (2005) argued 
that pain is more likely to be endured in cultures where stoicism is valued, or when 
the expression of feelings is not encouraged as a result of Confucian thought. Most 
people also misunderstand the use of pain medications and they believe that opioids 
can shorten life and can become addictive (Huang et al., 2005; Miyashita, Sato, 
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Morita, & Suzuki, 2008). Importantly, in traditional culture, the family has been 
closely bonded and family members often play a critical role in health care, 
particularly in the roles of decision-maker and gatekeeper (Lin, 2000). Therefore, the 
family’s concerns about side-effects and fear of addiction and tolerance pertaining to 
use of pain medications such as morphine can have a great impact on individual 
decisions about palliative care. This highlights the significance that cultural and 
social roles play in influencing people’s preferences and practices at the end of life.    
 
2.6.2 Religious Influences on Preferences and Practices   
Buddhism, Taoism and Confucianism are the three major religions in Taiwan, 
followed by Catholicism and other forms of Christianity (Hsu, O’Connor, & Lee, 
2009). According to the Department of Statistics, Ministry of the Interior, R.O.C 
(2009), in Taiwan, approximately two-thirds of the population believe in Buddhism, 
Taoism and Confucianism, around one-third are Christians and Catholics. In Taiwan, 
the essence of the Chinese tradition and culture develop from Taoism, Confucianism 
and Buddhism and people often follow beliefs regarding death and dying from these 
philosophies (Hsu et al., 2009). For instance, in the definition of Taoism, immortality 
is the prolongation of physical life and the ultimate achievement of human beings 
(Hsu et al., 2009). When people are faced with life-threatening illnesses and the 
possible death of a family member, people often try other methods to prolong life, 
use a mixture of traditional and western therapies and look to their religious 
traditions and culture to provide support for these methods (Hsu et al., 2009). In the 
case of Catholicism, a person has the moral obligation to use ordinary means of 
preserving life. However, a person may forgo extraordinary means of preserving life, 
if those means do not provide a reasonable hope of benefit or if they entail an 
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excessive burden or expense on family members (United States Conference of 
Catholic Bishops, 2001). In the Catholic doctrine, while actions which result in death 
are considered to violate religious laws, some writers argue such doctrines 
acknowledge that patients should be kept as free of pain as possible in order to die 
comfortably and with dignity even though pain medications may shorten the person’s 
life (Puchalski, Dorff, & Hendi, 2004; United States Conference of Catholic Bishops, 
2001). Such writings highlight the complex relationship between religious beliefs 
and end-of-life decisions, emphasising that any relationship is likely to be impacted 
by a range of other social and psychological factors. To gain a deeper understanding 
regarding the complexities of religious issues on end-of-life decisions, the following 
sections describe the influence of religious beliefs on individual end-of-life care 
preferences.   
 
2.6.2.1 Religious Beliefs and End-of-life Communication 
Religion can give people a lens through which they see the world and also help them 
navigate the complexities of life (Puchalski & O’Donnell, 2005). It can also provide 
a context for understanding individual suffering within the larger picture of the 
human experience of suffering and despair (Puchalski & O’Donnell, 2005; Puchalski 
et al., 2004). The literature suggests that religious issues can be more important to 
people with terminal illnesses. This is because religious practice may help patients 
near the end of life find meaning, hope, comfort, social support and guidance in the 
context of their difficult experiences (Lo & Chou, 2003; Puchalski & O’Donnell, 
2005).  
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Empirical evidence suggests a relationship between religious beliefs and attitudes 
toward illness and decisions about end-of-life care (Ozdogan et al., 2004; Smith et al., 
2008; Thomas, Wilson, Justice, Birch, & Sheps, 2008; Van Wijmen, Rurup, Pasman, 
Kaspers, & Onwuteaka-Philipsen, 2010). Different religious traditions promote 
distinctive attitudes toward illness and end-of-life decisions and have a significant 
effect upon how people communicate with health professionals and families (Turner, 
2002). Many studies have reported that people with stronger religious beliefs are 
more likely to prefer non-information disclosure to people with terminal illnesses 
(Ozdogan et al., 2004) and are less likely to discuss end-of-life issues with others 
(Schrader et al., 2009). In contrast, more recent studies have argued that religious 
beliefs and spirituality can facilitate discussion with health professionals and families 
during the illness journey (Alano et al., 2010; Glass & Nahapetyan, 2008). People 
with stronger religious beliefs would prefer an open discussion about end-of-life care 
and planning for end-of-life healthcare decisions. These results highlight the 
complexity of religious beliefs and discussion in relation to end-of-life issues in 
individual health practices at the end of life.    
 
2.6.2.2 Religious Beliefs and End-of-life Care Decisions 
Religious beliefs and spirituality play an important role in the process of facilitation 
to prepare for decisions in relation to end-of-life care (Alano et al., 2010; Glass & 
Nahapetyan, 2008; Turner, 2002), use of life-sustaining measures (Carmel, Werner, 
& Ziedenberg, 2007; Chou, Lee, Luo, Chou, & Chang, 2006; Reynolds, Cooper, & 
McKneally, 2007; Winter, Dennis, & Parker, 2009), and palliative care decisions 
(Glass et al., 2010). Several studies have reported that people with a religious 
conviction agree that dying is an important part of life (Schrader et al., 2009) and 
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they are more prepared for death (Schrader et al., 2009, 2010). They are also more 
likely to plan for end-of-life healthcare, such as preparing a living will and 
appointing a healthcare proxy (Schrader et al., 2009, 2010). In contrast, other studies 
have argued that people with stronger religious beliefs are less likely to plan for end-
of-life healthcare and to possess advance directives (Smith et al., 2008; Thomas et al., 
2008; Van Wijmen et al., 2010). This highlights the importance of further 
investigation of religious influence on end-of-life healthcare planning.  
 
In addition, empirical evidence suggests that there is a relationship between religions 
and religiosity and preferences for life-sustaining measures, such as artificial 
nutrition and hydration, mechanical ventilation and CPR (Carmel et al., 2007; Chou 
et al., 2006; Duffy, 2006; Reynolds et al., 2007; Winter et al., 2009; Weng, Chin, 
Liao, & Wang, 2005). A number of studies reported that people who are Buddhists, 
Catholic and Protestants with a stronger religious belief during terminal illnesses are 
more favourably disposed toward life-prolonging measures, such as mechanical 
ventilation, CPR and artificial nutrition and hydration (Ejaz, 2001; McBride, 2009; 
Smith et al., 2008; Thomas et al., 2008; Van Ness, Towle, O’Leary, & Fried, 2008; 
Winter et al., 2009). Accordingly, Van Ness et al. (2008) suggested that a strong 
religious belief could possibly empower people to undertake greater risk in medical 
interventions. Shinmi and Yunjung (2003) also argued that some people with a 
strong religious conviction believe that life-sustaining measures should be 
maintained because life belongs to God, while others believe that artificial life 
support is considered to be against God’s will.  Indeed, religious beliefs can 
influence individual decisions about end-of-life treatments and their feelings 
regarding use of life-sustaining measures which prolong life (Bookwala et al., 2001; 
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Sullivan et al., 2004; Rocker & Dunbar, 2000). The findings of these studies again 
highlight the complexity of the issues faced by health professionals and people with 
terminal illnesses at the end of life, emphasising that individual beliefs and 
preferences for life-sustaining measures are likely to be influenced by religious factor 
in complex ways.  
 
Furthermore, in Taiwan, the perspectives of health practices pertaining to end-of-life 
palliative care are influenced by religion. For instance, in Christian hospitals, 
palliative care often uses a red cross as a logo. In Buddhist hospitals, palliative care 
is often symbolised with a lotus flower. Thus, by looking at the logo, people can 
immediately know the religious auspices under which the palliative care services are 
offered (Glass et al., 2010). These religious beliefs and values, which deeply regulate 
people’s behaviours in Taiwan, are likely to be key determinants of individual 
preferences for end-of-life palliative care (Hsin & Macer, 2003).  
 
2.6.3 Psychological Influences on Preferences and Practices  
One of the psychological factors which may influence individual decisions in relation 
to end-of-life care is fear of death. Fear of death has received significant attention in 
the end-of-life literature (Werth, 2009) and it has been suggested as a significant 
factor influencing individual preferences for end-of-life communication (Hu et al., 
2002; Kaplowitz et al., 2002; Wang et al., 2004), life-sustaining measures (Schrader 
et al., 2009) and palliative care decisions (Chiu et al., 2000). Many studies have 
reported that people who avoid communication about end-of-life issues are more 
fearful about their emotions and more likely to believe that they would be happier 
not knowing the truth (Hu et al., 2002; Wang et al., 2004). Likewise, Kaplowitz et al. 
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(2002) argued that people who avoid thinking about death are less likely to engage in 
end-of-life communication with health professionals and families. Indeed, attitude 
toward death is a highly personal issue with its meaning varying from individual to 
individual (Kolawole & Olusegun, 2008; Mooney & O’Gorman, 2001). How 
individuals interpret and respond to such issues can profoundly influence their 
methods of end-of-life communication and decisions.   
 
In addition, empirical evidence in the literature suggests that fear of death is a strong 
predictor of individual decisions in relation to life-sustaining measures (Ejaz, 2001; 
Matsui & Braun, 2009; Schrader et al., 2009). Schrader et al. (2009) argued that 
people who are more prepared for death are more likely to refuse life-sustaining 
measures at the end of life. However, people who have a significant fear of death will 
not accept that they will eventually die and, therefore, they may insist on curative or 
aggressive treatments. Accordingly, many studies demonstrated that people who 
have a greater fear of death have higher preferences for life-sustaining measures, 
such as CPR, mechanical ventilation and artificial nutrition at the end of life 
(Cicirelli et al., 2000; Ejaz, 2001; Matsui & Braun, 2009). Individual decisions about 
whether to prolong life can be influenced by how they define and perceive the 
meaning of death. For some it may mean separation from loved ones, for others it 
can be a state of non-existence, while for some it can represent the beginning of a 
new state (Kolawole & Olusegun, 2008; Mooney & O’Gorman, 2001). Indeed, 
approaching the end of life and facing the inevitability of one’s own death can be one 
of the most difficult experiences that an individual can have (Mjelde-Mossey & Chan, 
2007).  
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Many scholars have further suggested that fear of death can have an impact on 
people’s decisions about end-of-life palliative care (Catt et al., 2005a; Werth, 2009). 
Werth (2009) argued that relatively low palliative care usage rates and late referrals 
to palliative care may be examples of how fear of death can influence an individual’s 
end-of-life decisions. Chiu et al. (2000) further reported that, in Taiwan, upon 
admission to palliative care approximately 15 % of people with terminal illnesses 
insisted on being cured as the goal of treatment. By the fifth week in palliative care, 
however, all had changed their perspectives regarding curative treatments (Chiu et al., 
2000). The results demonstrated a change in the acceptance of the goal of treatment 
in palliative care in Taiwan (Chiu et al., 2000). Such results indicate the significance 
of psychological influence on individual decisions for care provided at the end of life. 
Understanding the complexity of individual attitudes toward death and dying and 
their decisions at the end of life is of paramount importance.    
 
2.6.4 Individual Influences on Preferences and Practices  
2.6.4.1 Knowledge about End-of-life Issues   
The literature suggests that knowledge of or understanding about end-of-life issues 
can shape people’s care preferences or end-of-life decisions (Huang, Huang, & Lin, 
2008; Manu et al., 2012). Several studies have suggested that factors that can have a 
profound impact on individual care preferences or end-of-life decisions include 
knowledge about advance directives (Ko & Lee 2009; Ko & Lee, 2010; Lin, 2009; 
Morrison & Meier, 2004; Silveria et al., 2000; Tzeng et al., 2009), and  palliative 
care (Hu et al., 2010; Ruff et al., 2011).  
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Knowledge of or understanding about palliative care and advance directives is 
associated with more open responses to end-of-life issues. Ruff et al. (2011) 
suggested that knowledge of palliative care can contribute to experiencing more 
comfort in communicating about issues pertaining to death and dying. People who 
have heard of and understand the role of palliative care prefer to plan for end-of-life 
healthcare and to refuse life-sustaining measures at the end of life (Hsu et al., 2012; 
Ruff et al., 2011). Johnson et al. (2009) further suggested that greater exposure to 
palliative care information, the more favourable preferences for palliative care people 
have. That is, people are more informed about access, eligibility criteria and services 
about palliative care (Australian Government Department of Health and Aging, 
2006), therefore, they have more favourable preferences toward palliative care 
(Chang et al., 2006; Johnson et al., 2009; Ruff et al., 2011). In addition, many 
scholars have argued that knowledge or understanding of advance directives can 
facilitate the process of planning for end-of-life healthcare. However, most people 
have an insufficient understanding of advance directives (Lin, 2009; Low et al., 
2000). Lack of knowledge or understanding of advance directives can influence 
individual preferences or decisions in relation to planning for end-of-life healthcare 
and palliative care (Lin, 2009; Ruff et al., 2011). As adequate understanding of end-
of-life care is important to make well-informed decisions pertaining to end-of-life 
care, the investigation of such issues in the Taiwanese context is warranted.      
 
2.6.4.2 Personal Attributes  
Personal attributes are suggested in the literature as having a significant influence on 
end-of-life decisions (Chang et al., 2006; Hooker, 2007; Heyman & Gutheil, 2003; 
Jiang et al., 2007; Parker et al., 2007; Schrader et al., 2009; Wang et al., 2004). 
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Empirical evidence suggests that age, gender, education level and employment status 
contribute to individual end-of-life communication methods with health 
professionals and families. Many studies have reported that older people are reluctant 
to initiate end-of-life discussions (Kaplowitz et al., 2002; Kwak & Salmon, 2007) 
and prefer to have health professionals initiate the conversation (Schrader et al., 
2009), whereas younger people prefer to be given detailed information in relation to 
disease conditions, such as diagnosis and prognosis of terminal diseases (Fujimori & 
Uchitomi, 2009; Parker et al., 2007; Wang et al., 2004; Yun et al., 2010). Women 
(Fujimori & Uchitomi, 2009; Schrader et al., 2009, 2010), those with higher levels of 
education (Schrader et al., 2009, 2010; Ruff et al., 2011) and employment (Fujimori 
& Uchitomi, 2009; Wang et al., 2004; Yun et al., 2010) are more likely to share 
preferences for end-of-life care with others (Schrader et al., 2009, 2010; Ruff et al., 
2001) and prefer to be given detailed information (Fujimori & Uchitomi, 2009; 
Schrader et al., 2009, 2010; Wang et al., 2004; Yun et al., 2010).  
 
In addition, age, gender and level of education are suggested as a predictor of 
individual preferences toward advance directives. Many studies have reported that 
people who have more favourable preferences toward planning for end-of-life 
healthcare are older (Alano et al., 2010; Lin, 2009; McAuley et al., 2008), female 
(Alano et al., 2010; Douglas & Brown, 2002) and better educated (Kelley et al., 2010; 
Lin, 2009; McAuley et al., 2008). In contrast, Hsu et al. (2012) suggested that 
younger people have higher willingness to endorse DNR on the NHI IC card.  
 
Similarly, other scholars have also suggested that age, gender and level of education 
are strongly associated with preferences toward life-sustaining treatments. That is, 
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people who have less preference for life-sustaining measures are older (Nahm & 
Resnick, 2001; Ruff et al., 2011; Schrader et al., 2009, 2010; Williams et al., 2007), 
female (Bookwala et al., 2001; Ko et al., 2012; Schrader et al., 2009, 2010), and 
better educated (Schrader et al., 2009, 2010). Schrader et al. (2009, 2010) stated that 
older people are more prepared for death and more orientated to allowing natural 
death. Other studies have reported that women have a greater desire for a dignified 
death than men (Bookwala et al., 2001). In contrast, Ejaz (2001) argued that people 
who are better educated have more positive preferences toward life-sustaining 
measures. However, some scholars have noted that age is not a predictor of an 
individual’s preferences toward life-sustaining measures (Cicirelli et al., 2000; Ejaz, 
2001).  
 
Other studies have also suggested that people who have favourable preferences for 
palliative care are older (Ruff et al., 2011), better educated (Chang et al., 2006; Ruff 
et al., 2011) and employed (Chang et al., 2006). The variation in findings about the 
relationship between personal attributes and attributes to end-of-life decisions 
highlights the need to explore the association between personal attributes and 
preferences for end-of-life care among Taiwanese sample.   
 
2.7 Summary  
After reviewing the literature, there is a dearth of information with regard to 
individual preferences for end-of-life care among Taiwanese city-dwelling adults. 
Lee et al. (2003) suggested that city-dwelling adults’ preferences for end-of-life care 
still remain to be explored. There is also limited data about how cultural, social and 
contextual factors influence Taiwanese city-dwelling adults’ preferences for end-of-
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life communication, planning for end-of-life healthcare, life-sustaining measures and 
palliative care. Given the complex nature of the influence that cultural, social and 
contextual factors have on how people perceive and experience health, and on how 
healthcare decisions are planned and practised, a critical examination of the influence 
of broader cultural, social and contextual factors on individual preferences for end-
of-life care in the Taiwanese social context is warranted. The following chapter 
presents the social ecological framework which was used to guide the investigation 
of this study.  
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CHAPTER 3 
SOCIAL ECOLOGICAL FRAMEWORK 
 
3.1 Introduction   
A number of studies have investigated issues associated with end-of-life care, such as 
communication about end-of-life issues, advance directives, life-sustaining measures, 
palliative care, euthanasia and preferred place of death (Alano et al., 2010; Douglas 
& Brown, 2002; Hamel, 2000; Kelley et al., 2010; Ko & Lee, 2009; Ko & Lee, 2010; 
Lin, 2009; McAuley et al., 2008; Morrison & Meier, 2004; McCarthy et al., 2008; 
Nakao, 2009; Salmond & David, 2005; Tzeng et al., 2009). However, few studies 
have used theories or models based on social ecological perspectives to examine the 
multifaceted levels of influence on human healthcare choices at the end of life. In the 
social ecological model, human health and healthcare choices are viewed as being 
affected by multifaceted levels of influence (McLeroy, Bibeau, Stecker, & Glanz, 
1988). Theories or models based on social ecological perspectives are important and 
relevant because they encourage a comprehensive understanding of the multifaceted 
levels of influences on public health and health-related choices.  
 
This chapter reviews the social ecological perspectives and models used to guide 
investigation of the influence of broader cultural, social and contextual factors on 
Taiwanese city-dwelling adults’ preferences for end-of-life care. Firstly, a discussion 
of a social ecological perspective is presented in Section 3.2, followed by a review of 
social ecological models of health in Section 3.3. A discussion of the use of 
conceptual models in end-of-life research is presented in Section 3.4. In Section 3.5, 
the conceptual framework for this study is described. Section 3.6 presents the 
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summary of this chapter.    
 
3.2 A Social Ecological Perspective in Public Health  
Ecological concepts have had a significant influence on various disciplines such as 
sociology, psychology, public health and education (Langille, 2009). The term 
ecology is derived from biological science and refers to the interrelations between 
organisms and their environments (Stokols, 1992, 1996a). Also, the term ‘ecological’ 
refers to models, frameworks or perspectives, rather than to specific constructs or 
variables (Sallis & Owen, 2002). A social ecological perspective is based, not on a 
singular discipline or theory, but rather on a broad, overarching paradigm that 
bridges several different fields of research for understanding the interrelations among 
diverse personal, social contextual and environmental factors in human health and 
illness (Stokols, 1996a). Many social ecologists argue that the field of social ecology 
gives greater attention to the social, institutional and cultural contexts of 
people/environment relations or transactions and the impact of the relations or 
transactions on human wellness (Stokols, 1992, 1996a; Moos, 1979). Each person 
responds to the environment uniquely and environment influences behaviours by 
providing context, opportunity and feedback, which are processed and acted on 
uniquely by the person, based on the person’s past experience and personality 
(Simons-Morton, McLeroy, & Wendel, 2012). Social ecologists have also suggested 
that social ecology emphasises cross-level analyses of health problems and related 
intervention strategies, such as individual, organisational and community levels 
(Stokols, 1996a; Rimer & Glanz, 2005). 
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Bronfenbrenner (1994) argued that to understand human development, one must 
consider the entire ecological system where growth occurs. While Bronfenbrenner 
was primarily concerned with how social factors affected individual development, a 
number of researchers have applied Bronfenbrenner’s thinking to determine how 
social contextual factors and physical settings can affect health-related choices such 
as smoking, physical activity, dietary patterns, end-of-life communication and use of 
advance directives (Simons-Morton et al., 2012; Jordan, 2010). Health-related choice 
was also redefined as representing not only individual choices but rather individual 
choices that have been influenced by previous experiences, other people with whom 
the person has a significant relationship, social norms and values and the social 
environments within which the person interacts, such as work, schools, 
neighbourhoods, communities and broader culture (Simons-Morton et al., 2012). 
Thereafter, a number of theme issues on social ecological models were published. 
Notable studies include:, Moos’ (1979) theme issue of Health Psychology: A 
Handbook on Social-Ecological Perspectives on Health, McLeroy et al.’s (1988) 
theme issue of the Health Education Quarterly on The Social Ecology of Health 
Promotion Interventions, Winett, King, and Altman’s (1989) published volume on 
Health Psychology and Public Health: An Integrative Approach, and Stokols’ (1996a) 
theme issue of the American Journal of Health Promotion on the Social Ecology of 
Health Promotion.  
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3.3 Social Ecological Models of Health 
The social ecological model focuses on the effect of the interrelationships of societal 
level, health-related choices and health. Personal choice is influenced not only by an 
individual’s cognitions but also by their relationships with others, their affiliation 
with organisations, their location within communities, the politics of their time and 
their connections with culture (Simons-Morton et al., 2012).  The terms social 
ecological model and ecological model are often used interchangeably in the 
literature. The use of the former emphasises the influence of social contextual factors 
in addition to individual and interpersonal factors on the particular issues under 
investigation (Carcone, 2010; Emmos, 2000; Langille, 2009). The social contextual 
level of influence distinguishes social ecological models from behaviour models and 
theories that emphasise individual characteristics, skills and proximal social 
influences such as family and friends, but do not explicitly consider the broader 
community, organisational factors, policy and cultural influences on health-related 
choices (Sallis, Owen, & Fisher, 2008). A social ecological model of health 
facilitates practice and research by acknowledging and incorporating the reality that 
health is a biopsychosocial phenomenon. As a result, social ecological models can 
lead to a more comprehensive understanding of health and can provide a foundation 
for more effective health interventions for people living in complex social 
environments (Grzywacz & Fuqua, 2000).  
 
Contemporary social ecological models are primarily based on a rich conceptual 
tradition in the behavioural and social sciences (Sallis et al., 2008). Following 
influential developmental psychologist Bronfenbrenner’s (1979) proposal in The 
Ecology of Human Development, that human behaviour may be viewed as occurring 
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within multiple systems, there has been increasing interest in social ecological 
models in health and health promotion. Notable models which were proposed for 
application to health-related choices and health promotion included: Moos (1979), 
McLeroy et al. (1988), Stokols et al. (1992, 1996a, 1996b, 2000, 2003), and Simons-
Morton et al. (2012) (see Table 3.1). Categories and hierarchies of health-related 
choice influences have been described in numerous ways, from Bronfenbrenner’s 
(1979) micro, meso and exo environment approach to McLeroy et al.’s (1988) five 
sources of influence which included intrapersonal, interpersonal, institutional, 
community and policy. Thereafter, Simons-Morton et al. (2012) added two additional 
sources of influence: physical environment and culture. Those authors renamed and 
reorganised Bronfenbrenner’s levels of analysis to better accommodate the 
disciplines, settings, perspectives and interventions within public health (Simons-
Morton et al., 2012).  
Table 3.1 Contemporary Social Ecological Models 
Author, Citation, Model Key Concepts/Core Assumptions 
Moos (1979) 
Social Ecology on Health 
Four categories of environmental factors: (1) 
physical settings, geographic and meteorological 
characteristics and its architectural and physical 
design features, (2) organisational settings-size and 
function of worksites, schools and health services, 
(3) human aggregate-sociocultural characteristics of 
the people in a particular environment, and (4) 
social climate- supportiveness of a social setting for 
a particular health-related choice. 
McLeroy et al. (1988) 
Ecological Model for 
Health Promotion 
Five sources of influence on health-related choices: 
(1) intrapersonal factors, (2) interpersonal processes 
and primary groups, (3) institutional factors, (4) 
community factors and (5) public policy.  
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  Table 3.1 con’t  
Author, Citation, Model Key Concepts/Core Assumptions 
Stokols et al. (1992, 
1996a,1996b, 2000, 2003) 
Social Ecology of Health 
Promotion 
Four assumptions: (1) a health-related choice is 
influenced by physical environments, social 
environments and personal attributes; (2) 
environments are multidimensional, such as 
physical or social, objective or subjective, proximal 
vs distal; (3) human-environment interactions occur 
at varying levels of aggregation (individuals, 
families, cultural groups, whole populations); (4) 
There is a mutual influence between people,  
environment and their health-related choices.  
Simons-Morton et al. 
(2012) Social Ecological 
Model for Health 
Promotion 
Seven sources of influence on health-related 
choices: (1) intrapersonal factors, (2) interpersonal 
processes, (3) organisational factors, (4) community 
factors, (5) public policy, (6) physical environment 
and (7) cultural factors.  
 
Bronfenbrenner’s (1979) earlier model focused on understanding the multiple levels 
of influences on health-related choices. He described four levels of environmental 
influences that interact with individual variables, including the microsystem, the 
mesosystem, the exosystem and the macrosystem and chronosystem (Bronfenbrenner, 
1979, 1994). A microsystem is a pattern of activities, social roles and interpersonal 
relations experienced by the developing person in a given face-to-face setting with 
particular physical, social and symbolic features (Bronfenbrenner, 1979, 1994). The 
mesosystem comprises the linkages and processes taking place between two or more 
settings containing the developing person. The exosystem comprises the linkages and 
processes taking place between two or more settings, at least one of which does not 
contain the developing person but where events occur that indirectly influence 
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processes within the immediate setting where the developing person lives 
(Bronfenbrenner, 1979, 1994). The macrosystem consists of the overarching pattern 
of micro, meso and exosystems characteristics of a given culture or subculture with 
particular reference to the belief systems, bodies of knowledge, material resources, 
customs, life-styles, opportunity structures and life course options that are embedded 
in each of these broader systems (Bronfenbrenner, 1979, 1994). The macrosystem 
may be thought of as a societal blueprint for a particular culture or subculture. The 
macrosystem refers to the larger social system that can affect individuals and settings 
through economic forces, political actions, and cultural beliefs and values 
(Bronfenbrenner, 1979, 1994). A chronosystem encompasses change or consistency 
over time not only in the characteristics of the person but also of the environment 
where that person lives (Bronfenbrenner, 1994).  
 
McLeroy et al. (1988) argued that many ecological models are systems models and 
they view patterned choices of individuals as the outcome of interest. One of the 
problems with many ecological models for social behaviour is that they lack 
sufficient specificity to guide conceptualisation of a specific problem or to identify 
appropriate interventions. Thus, in 1988, McLeroy et al. proposed a social ecological 
model for health promotion, focusing on both individual and multiple levels of social 
environment. McLeroy et al. (1988) used five societal levels that closely align to 
Bronfenbrenner’s levels. More recently, Simons-Morton et al. (2012) also added 
physical environment and culture to these five levels (see Figure 3.1). This social 
ecological model is represented by an onion with one level wrapping around another, 
thus focusing on the multifaceted level of influences on health and health-related 
choices (Hayden, 2009; Gregson et al., 2001) and incorporates seven societal levels 
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which include intrapersonal, interpersonal, organisational, community, public policy, 
physical environment and culture (Simons-Morton et al., 2012). The intrapersonal 
level takes into account the individual and individual’s characteristics, such as 
knowledge, attitudes, beliefs, perceptions and skills, as well as dispositional concepts, 
such as locus of control, self-concept and self-esteem (McLeroy et al., 1988; Simons-
Morton et al., 2012; Quinn, Thompson, & Ott, 2005). The interpersonal level refers 
to formal and informal social networks and social support systems. This level focuses 
on interpersonal influences on health-related choices, such as the influence of family, 
friends, acquaintances, neighbours and co-workers as well as the social norms that 
exist within specific social groups (McLeroy et al., 1988; Quinn et al., 2005; Simons-
Morton et al., 2012). For instance, an individual’s knowledge, attitudes, values and 
beliefs about health-related choices can be influenced by close ties with his or her 
family and friends as well as family and friends’ attitudes and their choices (Simons-
Morton et al., 2012). The organisational level refers to social institutions with 
organisational characteristics, and formal and informal rules and regulations for 
operation, such as incentives, organisational culture and structure, management 
styles and communication networks (McLeroy et al., 1988; Quinn et al., 2005).  
 
In addition, McLeroy et al. (1988) defined three distinct meanings for community. 
Firstly, community refers to mediating structures or face-to-face primary groups to 
which a person belongs. These include family, personal friendship networks, 
neighbourhoods, churches, voluntary associations and health services. Community 
can also be viewed as the relationships among organisations and groups within a 
defined area, such as local voluntary agencies, schools and local health care 
providers. Thirdly, it can also be defined in geographical and political terms 
Chapter 3 
57 
(McLeroy et al., 1988; McLaren & Hawe, 2005). In this level, a person’s health or 
health-related choices, for instance, can be influenced by community resources, 
neighbourhood organisations, social and health services, organisational relationships 
(Quinn et al., 2005). Furthermore, public policy refers to local, state and national or 
federal laws, policies, interpretation and enforcement (McLeroy et al., 1988; Simons-
Morton et al., 2012). Simons-Morton et al. (2012) also pointed out the importance of 
the physical environment which can be addressed at many societal levels, as well as 
the significance of cultural influence on health and health-related choices. Culture 
can influence individual health and health choices through their shared beliefs, 
values, norms and folk practices (Hayden, 2009; Simons-Morton et al., 2012). For 
instance, it affects how people think and talk about health problems, including 
actions taken to address health issues (Simons-Morton et al., 2012). Stokols (1996a) 
also argued that social environment is assumed to function as a provider of health 
promoting resources that can enable people to achieve higher levels of well-being. 
 
In this model, the different levels do not need to be all inclusive and researchers can 
select two or more levels relevant to the study (McLeroy et al., 1988; Stokols, 1996a). 
At each level, individual theoretical perspectives can be integrated (Emmons, 2000; 
Sallis et al., 2008). Many authors have also suggested that it is important to conduct 
analyses of each societal level, and across the levels. Such analyses can enable 
researchers to understand the factors at each level that may influence choices, health 
and the interrelationships between levels (Emmons, 2000; Langille, 2009; Simons-
Morton et al., 2012).  It is of paramount importance to use model levels to reflect the 
range of strategies for interventions to promote public well-being within a 
community and a particular social environment (McLeroy et al., 1988; Stokols, 
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1996a). 
Figure 3.1 The Social Ecological Model  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Note. Adapted from “A Social Ecological Perspective”, by B. Simons-Morton, K. R. 
McLeory, and M. L. Wendel, 2012, Behavior theory in health promotion practice 
and research, p 45. Copyright 2012 by Jones & Bartlett Learning, LLC, an Ascend 
Learning Company, p 45.  
 
 
3.4 The Use of Conceptual Models in End-of-life Research 
A number of research studies have focused on end-of-life communication (Ko & Lee, 
2009; Parker et al., 2001; Tang et al., 2006), health care planning or advance 
directives (Alano et al., 2010; Heyman & Gutheil, 2010; Ko & Lee, 2010; Kim, 2011; 
Kim et al., 2012; Lin, 2009; Yang et al., 2011), life-sustaining treatments (Ejaz, 2001; 
Ko et al., 2012; Nahm & Resnick, 2001), and palliative care (Chang et al., 2006; Hsu 
et al., 2012; Manu et al., 2012). These studies have been conducted amongst 
community-dwelling adults and older people (Alano et al., 2010 ; Chang et al., 2006; 
Hsu et al., 2012; Kim, 2011; Kim et al., 2012; Manu et al., 2012), nursing home 
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residents (Ejaz, 2001; Nahm & Resnick, 2001), clinical samples and families (Lin, 
2009; Tang et al., 2006; Yang et al., 2011), and other racial groups, such as older 
Latinos, Mexican Americans and Korean Americans (Heyman & Gutheil, 2010; Ko 
et al., 2012;  Ko & Lee, 2009, 2010).  
 
However, the majority of these studies have not used theoretical frameworks or 
models to underpin their research and, as a result, a comprehensive understanding of 
factors contributing to responses at the end of life is not available. Accordingly, 
Kwak and Haley (2005) argued that common methodological limitations of end-of-
life research studies include the lack of a theoretical framework, the use of 
convenience samples and self-developed measurement scales. For instance, the focus 
of McAuley et al.’s (2008) study was to investigate the relationship between 
demographic, health and function factors and completion of advance directives 
among older American adults. This study, however, did not have any theoretical 
explanations to underpin the results. Kelley et al.’s (2010) study drew upon existing 
conceptual framework empirical literature and was tested in order to identify the 
factors which influenced Latinos’ end-of-life preferences and planning. Likewise, 
Ejaz’s (2001) study drew upon existing literature about end-of-life decisions to 
develop a conceptual model that examined the impact of religious and personal 
values on preferences toward life-sustaining decisions about measures at the end of 
life among older American adults. Lin’s (2009) study also drew upon existing 
literature to develop a model to investigate the influence of knowledge of and 
attitudes toward palliative care and advance directives on the willingness to execute 
advance directives among Taiwanese cancer patients. This review highlighted the 
lack of use of theoretical perspectives in many end-of-life research studies.   
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According to McLaren and Hawe (2005), there is an increasing emphasis in health 
promotion literature about ecological perspectives on research into health-related 
choices. Ecological perspectives have, therefore, been used to investigate factors 
influencing individual health-related choices at the end of life (a summary of end-of-
life research articles is presented in Table 3.2). Several researchers have used the 
Theory of Reasoned Action (Heyman & Gutheil, 2010), and the Health Belief Model 
(Hamel, Guse, Hawranik, & Bond, 2002; Ko & Lee, 2009, 2010) to identify factors 
associated with preferences for end-of-life planning (Heyman & Gutheil, 2010), end-
of-life communication (Ko & Lee, 2009), and advance directives completion and 
discussion (Hamel et al., 2002; Ko & Lee, 2010). For instance, in Heyman and 
Gutheil’s (2010) study, a conceptual model based on the Theory of Reasoned Action 
was used to guide research to examine autonomy, fatalism, comfort about discussing 
end-of-life, religious commitments and perceived social support in response to 
preferences toward end-of-life planning. Hamel et al. (2002) used the Health Belief 
Model to investigate the influence of the intrapersonal level on end-of-life health 
decisions. Hamel et al. (2002) focused on beliefs about benefits and barriers to 
advance directives, perceived control in life, health status and perceived social 
support in response to advance directive completion and discussion. It has been 
argued that the Theory of Reasoned Action and the Health Belief Model do not 
encompass broader cultural, social contextual and physical environmental influences 
on health-related choices to the same extent but that they do investigate the 
intrapersonal factors consistent with ecological perspectives, such as knowledge, 
attitudes, beliefs, motivation, self-concept, developmental history and skills 
(Campbell, Edwards, Ward, & Weatherby, 2007; Rimer & Glanz, 2005).  
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Nevertheless, a small number of studies have been based on more comprehensive 
social ecological perspectives. Campbell et al.’s (2007) study was based on the 
triadic influences of selected personal, cognitive and environmental frameworks on 
decision-making concerning advance directives among community-dwelling older 
adults. Ko and Lee (2009, 2010) used the Ecological Systems Theory and the Health 
Belief Model to investigate the influence of contextual factors and intrapersonal 
factors on individual health-related choices in response to end-of-life communication 
and advance directive completion. Specifically, this study examined the influence of 
ethnicity, knowledge and health beliefs on end-of-life communication and advance 
directives among Korean Americans and non-Hispanic whites (Ko & Lee, 2009, 
2010). In the more recent study by Jordan (2010), the Ecological Systems Theory 
was adopted to investigate the influence of selected social and cultural variables 
associated with the execution of advance directives among African American Baptist 
adults. Importantly, Ko and Lee (2009, 2010) and Jordan (2010) have focused 
specifically on the influence of a broader range of cultural and social factors on end-
of-life health-related choices, using the broader concepts within the Ecological 
Systems Theory to guide their investigation. However, their studies focused 
primarily on specific ethnic groups in defined areas of the USA and only focused on 
health-related choices in response to end-of-life communication and advance 
directives. The results of their studies cannot be representative of Taiwanese 
populations who live in a society with its own cultural values, beliefs, customs and 
social norms. As health-related choices are not only affected by individual factors but 
rather broader cultural, social and contextual factors, there is a need to consider the 
influence of multiple societal levels and their interrelationships across all levels. This 
more comprehensive approach can enable a better understanding of factors 
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influencing health-related choices and the interactive effects between levels. 
Appropriate strategies which are reflected at each societal level can be translated into 
improvement of health-related choices at the end of life.  
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Table 3.2 Summary of End-of-life Research Articles with Conceptual Models 
Authors/Years Conceptual 
Framework 
Predictors Outcome Variables Samples 
Heyman & Gutheil 
(2010) 
Theory of Reasoned 
Action 
Religiosity 
Social support 
Health status 
Autonomy 
Fatalism 
Comfort to discuss EOL 
Preferences toward EOL 
Planning 
109 older Latinos in the 
USA 
Jordan (2010) 
 
 
 
 
Bronfenbrenner’s 
Ecological Theoretical 
Framework 
Racism 
Spirituality 
Fear of Death 
Cultural mistrust 
Cultural competence 
Execution of ADs 330 African Americans 
adults in the USA 
Ko & Lee (2009, 
2010) 
 
 
 
 
Health Belief Model & 
Ecological Theory 
Ethnicity  
Religiosity 
Social support 
Health Status 
Experience of Illness 
AD/LST Knowledge 
EOL Communication 
Execution of ADs 
 
217 community-dwelling 
older adults (112 Korean 
Americans and 105 Non-
Hispanic Whites) in  the 
USA 
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Table 3.2 con’t 
Authors/Years Conceptual 
Framework 
Predictors Outcome Variables Samples 
 
 
 
 Susceptibility/Severity 
towards EOL event 
AD Benefits/Barriers 
  
Campbell et al. 
(2007) 
Triadic influences of 
personal, cognitive and 
environmental 
framework 
Health literacy 
AD Attitudes 
Generalised Self-Efficacy  
Internal Health Locus of 
Control 
Environment (Senior 
centre) 
Execution of ADs 118 community-dwelling 
older adults in the USA 
Hamel et al. (2002) 
 
Health Belief Model Social Support 
Health Status 
Perceived Control in Life 
AD Benefits/Barriers 
Execution of ADs 
Discussion of ADs 
74 older adults in Canada 
Chapter 3 
65 
3.5 Conceptual Framework for Second Stage Study  
This section describes the conceptual framework which underpins this study. A 
social ecological model with four societal levels selected from Simons-Morton et 
al.’s (2012) Social Ecological Model to investigate the influence of multiple factors 
on health-related choices is presented in Section 3.5.1. This is followed by 
definitions of each variable at selected societal levels in the hypothesised model in 
Section 3.5.2.  
 
3.5.1 A Social Ecological Model 
Multilevel frameworks that address distal, intermediate and proximate factors have 
become increasingly important for understanding all kinds of health conditions and 
are important when analysing health-related choices (Coreil, 2010). Based on the 
work of Bronfenbrenner and other system models, Simons-Morton et al.’s (2012) 
Social Ecological Model places the health-related choices of individuals within a 
broader social context. These include the developmental history of the person, 
psychological characteristics such as norms, values and attitudes and interpersonal 
relationships such as family and social networks, organisations, community, public 
policy, physical environment and culture (McLeroy et al., 1988; McLeroy, Norton, 
Kegler, Burdine, & Sumaya, 2003; Simons-Morton et al., 2012). In this model, 
health-related choice is viewed not just as the result of the knowledge, values, and 
attitudes of individuals but rather a host of social influences, including the people 
with whom a person associates, the organisations to which a person belongs, the 
communities in which a person lives and the culture to which a person connects 
(McLeroy et al., 2003; Simons-Morton et al., 2012).  
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For this study, Simons-Morton et al.’s (2012) Social Ecological Model based on the 
social ecological perspective was used to guide the investigation of the influence of 
broader cultural, social and contextual factors on Taiwanese city-dwelling adults’ 
preferences for care at the end of life. The model was also used to guide 
understanding of the influence of interrelationships on choices between levels within 
the model. The specific dimensions of societal levels of influence were selected 
based on the results of the first stage study (the results of the first stage study are 
presented in Chapter 5) and key themes emerging from the literature, including 
intrapersonal, interpersonal, community and cultural influences (see Figure 3.2).  
Each level of influence is listed and described in the following section.  
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Figure 3.2 A Hypothesised Social Ecological Model of Preferences for End-of-life Care
Community 
Influence 
Cultural Influence 
Knowledge about services and support  
Fear of death and dying 
Social interactions regarding planning 
for EOL healthcare  
Cultural values adherence 
Religious commitments  
Preferences for communication at 
the end of life 
 
Preferences for advance directives 
 
 
Preferences for palliative care 
EOL Health-related Choices  
Interpersonal 
Influence 
Personal attributes 
Preferences for life-sustaining 
measures 
Intrapersonal 
Influence 
Community resources Support 
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3.5.1.1 Intrapersonal Influence 
The intrapersonal level is the most specific level of influence on health and health-
related choices. For this study, it was assumed that individual characteristics which 
influence an individual’s end-of-life preferences included personal attributes, 
knowledge about services and support at the end of life and fear of death and dying. 
The literature suggests that individual characteristics that promote or undermine 
health and health-related choices include knowledge, attitudes (Gregson et al., 2001; 
McLeroy et al., 1988; Quinn et al., 2005; Robinson, 2008), beliefs, personality traits, 
psychological and biogenetic factors (Gregson et al., 2001; Robinson, 2008; Stokols, 
1992, 2000), socioeconomic status, educational level and employment status (Fleury 
& Lee, 2006). These intrapersonal attributes can also influence well-being either 
directly or in conjunction with a variety of social and contextual circumstances 
(Stokols, 1996a, 2000).  
 
3.5.1.2 Interpersonal Influence 
Interpersonal processes refer to the influence of formal and informal social networks 
and social support systems, including family, colleagues and friendship networks on 
health and health-related choices (Gregson et al., 2001; McLeroy et al., 1988; Quinn 
et al., 2005; Robinson, 2008; Rimer & Glanz, 2005). At the interpersonal level in this 
study, primary groups of social interactions, including family, partner and friends 
were considered. According to Grzywacz and Fuqua (2000), family processes or 
family interactions are frequently involved in the day-to-day production of health 
through such activities as supporting or modelling lifestyle choices. For example, a 
higher level of emotional involvement among family members, a lower level of 
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interfamily conflict, and more effective forms of communication and problem 
solving have been found to promote public wellness and healthy choices (Grzywacz 
& Fuqua, 2000).  
 
The present study hypothesised that individual preferences for end-of-life care are 
influenced by close ties with family, partner or friends, and social interactions in a 
social network which an individual can rely on to offer emotional, information, 
physical or material support in relation to end-of-life healthcare planning. An 
individual also learns end-of-life preferences by observing others’ experiences at the 
end of life within a social network. The literature suggests that individual health-
related choices are often influenced by the attitudes and actions of families and 
informal social networks with which an individual interacts in the social environment 
where they live and where their growth occurs (Gregson et al., 2001; McLeroy et al., 
2003). McLeroy et al. (2003) further stated that individual characteristics can affect 
the social networks to which they have access. An individual’s social networks are 
also largely developed within the context of community and social environments that 
bring people into contact with others (McLeroy et al., 2003).  
 
3.5.1.3 Community Influence  
Community refers to mediating structures or face-to-face primary groups to which an 
individual belongs. This view embraces informal social networks, neighbourhoods, 
churches and voluntary organisations (McLeory et al., 1988). McLeory et al. (1988) 
suggested that mediating structures can be important sources of social resources and 
are important influences on the larger communities’ norms and values, individual 
beliefs and a variety of health-related choices. They can also serve as connections 
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between individuals and the larger social environment (McLeory et al., 1988). This 
assumed that resource support in relation to planning for end-of-life healthcare could 
be from primary groups individuals belonged to in their communities including 
neighbourhoods, community centres, voluntary organisations, churches and health 
services. It was also assumed that such resource support could influence their views 
and preferences for care provided at the end of life. It has been suggested that in the 
community, resources may take a variety of forms, including people who may 
possess knowledge and skills, as well as settings which can provide venues for 
interaction (McLaren & Hawe, 2005). Other social ecologists have also stated that 
environmental factors, such as personal and community material resources, play a 
critical role in adoption and maintenance of health-related choices (Emmos, 2000). It 
is, therefore, important to focus not only on the interrelatedness of conditions within 
single settings but also the links between multiple settings and life domains within 
the broader community (Emmos, 2000; Stokols, 1992, 1996a).  
 
3.5.1.4 Cultural Influence  
Culture is significant to individual health-related choices and it can affect health and 
health practices in a variety of ways (Simons-Morton et al., 2012). These include 
affecting how an individual thinks and talks about health problems and how a person 
takes actions to address health issues (Simons-Morton et al., 2012). Bronfenbrenner 
(1979) argued that the larger social system can affect individuals and settings 
through shared cultural norms, values and religious beliefs. The larger social system 
is the most overarching concept in this framework and includes the entire network of 
nested, interconnected systems within a setting. The larger social system also refers 
to the overall patterns of ideology and organisation that characterise a given society 
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or social group and may, therefore, be used to describe the culture or social context 
of various societal groups, such as social classes, ethnic groups or religious affiliates 
(McLaren & Hawe, 2005).  
 
This study hypothesised that cultural values and religious commitments could 
influence people’s preferences for end-of-life care in a society where they share the 
same values, beliefs and norms. Fan (2000) stated that culture is seen as a set of core 
values that underlies social interaction among ordinary people and remains relatively 
stable over a long period of time. The investigation of cultural and religious 
influences can enable identification of effective strategies to foster improvements in 
end-of-life health decisions (Quinn et al., 2005; Rimer & Glanz, 2005; Simons-
Morton et al., 2012; Stokols, 1992).  
 
3.5.2 Definitions of Each Variable in the Model  
This section presents the definitions of proposed influencing factors and outcome 
variables at the four selected societal levels addressed in the hypothesised model (see 
Figure 3.2). Outcome variables include end-of-life communication, advance 
directives, life-sustaining measures and palliative care.  Proposed factors include 
cultural values adherence and religious commitments at the cultural level, 
community resources at the community level, social interactions regarding planning 
for end-of-life healthcare at the interpersonal level, as well as fear of death and dying, 
knowledge about end-of-life services and support, and personal attributes at the 
intrapersonal level.  
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3.5.2.1 Cultural Values Adherence  
Culture is defined as an accumulated set of shared beliefs, values, customs, attitudes 
and social norms that distinguish a society and that also differ across populations 
defined by region, nationality, ethnicity or religions (Fan, 2000; Lusting & Koester, 
2003). In this study, traditional culture exhibited a set of Asian values and norms 
concerned with social responsibility, interpersonal and family relations (Hayslip et 
al., 2009). These included conformity to norms, family recognition through 
achievement, emotional self-control, collectivism, humility and filial piety (Kim, 
Atkinson, & Yang, 1999). Importantly, because culture is socially constructed and 
not static, people living in a particular cultural context can vary greatly in the extent 
to which they hold certain cultural beliefs. The concept of cultural values, whereby 
people may vary in the extent to which they hold such beliefs, was included as a 
variable at the cultural level in this study.  
 
3.5.2.2 Religious Commitments  
There are many definitions about religious belief by theorists. One common 
definition is that of Koenig, McCullough, and Larson (2001). According to Koenig et 
al. (2001), religious beliefs are defined as: 
an organised system of beliefs, rituals, practices and symbols designed (a) 
to facilitate closeness to the scared or transcendent (God, higher power, 
or ultimate truth/reality) and (b) to foster an understanding of one’s 
relationship and responsibility to others in living together in a community. 
(P. 18) 
 
Religiosity is a sociological term usually used to refer to the condition of being 
religious to the degree to which one believes in and is committed to their chosen faith 
(Bonewell, 2008). As with culture, while an individual may ascribe to a particular 
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religion, religious beliefs are not static but influenced by a range of social and 
cultural factors. Common religions in Taiwan are Buddhism, Taoism, Confucianism, 
Christianity and Catholicism. The strength of religiosity to individual religious 
beliefs was included as a variable at the cultural level in this study.   
 
3.5.2.3 Community Resources Support 
This study defined community as a mediating structure to which an individual 
belongs. A mediating structure can be healthcare services, neighbourhoods, churches, 
voluntary organisations or community centres (McLeory et al., 1988; McLeroy et al., 
2003). Specifically, in this study, community resources referred to resources in 
relation to planning for end-of-life healthcare which are provided through mediating 
structures or primary groups to which city-dwelling adults belong, including 
neighbourhoods, community centres, churches, voluntary associations and healthcare 
providers. Indeed, health resources within an individual’s community play an 
important role in meeting their day-to-day needs and in shaping their healthcare 
choices (Connell, Gilreath, Aklin, & Brex, 2010; McLeroy et al., 2003). In this study, 
community resources were included as a variable at the community level.  
 
3.5.2.4 Social Interactions regarding Planning for End-of-life Healthcare  
Social network and support have received ample attention by researchers in the field 
of social relationships and social interactions. Social interaction in relation to 
planning for end-of-life healthcare was investigated in this study. Social interaction 
refers to actual social exchanges or interactions in which one person behaves in a 
manner meant to meet another’s needs (Dunkel-Schetter & Brooks, 2009). A person 
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also experiences specific acts of caring, assistance and guidance from the social 
network on which they rely for emotional, physical, material or information support 
in relation to planning for end-of-life healthcare (Dunkel-Schetter & Brooks, 2009; 
Lubben, 1988). Social interaction with one’s family, partner or friend who had a 
close tie with the person was included as a variable at the interpersonal level.  
 
3.5.2.5 Fear of Death and Dying  
There are many definitions of fear of death by different researchers, theorists and 
philosophers. One common definition is that fear of death is “an emotional reaction 
involving subject feelings of unpleasantness and concern based on contemplation or 
anticipation of any of the several facets related to death” (Hoelter, 1979, p. 996). 
Collett and Lester (1969) also suggested that it is a multidimensional concept that 
can have different causes, leading a person to react differently to the idea of death as 
a state, and also to the process of dying. Attitudinal and emotional reactions can be 
different when dealing with oneself or with other people.  
 
In the literature, the terms fear and anxiety are often used interchangeably in 
assessing people’s fear towards death and dying and both terms are used to signify 
extreme dread, tremendous worry, excessive uneasiness and severe apprehension of 
an impending death (Elahi, 2007; Lester, 1990). They share similar psychological 
reactions of unpleasantness, uneasiness and discomfort (Neimeyer, 1997). . In this 
study, the concept of fear of death and dying was used as a variable at the 
intrapersonal level.  
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3.5.2.6 Knowledge about Services and Support 
For this study, knowledge about services and support at the end of life referred to 
information facts or understanding about end-of-life services and support acquired by 
an individual via educational resources and experiences. It is a theoretical or practical 
understanding of a subject or issue (Oxofrd University, 2012a). End-of-life services 
and support included palliative care, advance directives, living wills, durable power 
of attorney and endorsing do-not-resuscitate (DNR) on the National Health Insurance 
Integrated Circuit (NHI IC) card. The concept of knowledge about such services and 
support at the end of life was used as a variable at the intrapersonal level.  
 
3.5.2.7 Personal Attributes 
At the intrapersonal level, personal attributes in this study included age, gender, 
educational level, employment, marital status and religions. Age is defined as the 
length of time which an individual has lived (Oxford University, 2012b). Gender is 
defined as the state of being male or female (Oxford University, 2012c). 
Employment means the condition of having paid work (Oxford University, 2012d). 
Educational level is defined as qualifications or degrees gained through the process 
of having systematic instruction at school or university (Oxford University, 2012e). 
Marital status refers to a person’s situation with regard to whether the person is 
single, married, separated, divorced or widowed (Oxford University, 2012f).  
 
3.5.2.8 Health-related Choices  
Health-related choice can be defined as an individual’s preference which embraces 
both the act of preferring and the power of choosing (Wetle, 1994). According to 
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Scherer (2005), preferences generate positive or negative feelings as well as 
tendencies toward approach or avoidance. Preferences can be conceived of as an 
individual’s attitude, which includes relatively stable evaluative judgments in the 
sense of liking or disliking a stimulus, object, event or choices, typically reflected in 
an explicit decision-making process (Lichtenstein & Slovic, 2006; Scherer, 2005). It 
is also conceived of as the tendency to utter certain judgments combined with the 
disposition to act accordingly (Peterson, 2006). This study defined health-related 
choice as an individual’s preference for care at the end of life which included end-of-
life communication, advance directives, life-sustaining measures and palliative care. 
For instance, an individual’s preference relating to advance directives is conceived of 
one’s evaluative judgments in the sense of liking or disliking advance directives and 
tendency toward planning for end-of-life healthcare. The concept of health-related 
choices was included as an outcome variable in the hypothesised model.   
 
3.6 Summary   
The social ecological model offers a framework for addressing theoretical 
perspectives targeting multiple levels of influence on health-related choices. This 
model also focuses attention on broader cultural, social and contextual factors rather 
than just focusing exclusively on individual factors. The joint influence of factors 
and interactive effects on health-related choices across all levels are an essential part 
of the analysis. This study incorporates theoretical perspectives of social ecology, 
focusing on the influence of cultural factors, community resources, interpersonal 
processes and intrapersonal characteristics on individual preferences for end-of-life 
care. It has also been suggested that this model is often used to reflect socially and 
culturally appropriate strategies for promoting health and health-related choices at 
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each societal level (Emmos, 2000; McLeroy et al., 1998; Simons-Morton et al., 
2012). According to Stokols et al. (2003), health promotion strategies must be 
tailored to the unique socio-cultural and environmental contexts of particular groups 
and communities. Therefore, the evidence of each societal level of influence can be 
used to develop policies and strategies aimed at improving end-of-life health 
decisions in Taiwan.  
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CHAPTER 4 
 METHODOLOGY 
 
4.1 Introduction  
This chapter describes the methodology and methods for this study. Section 4.2 
discusses methodological issues in relation to the use of the multistage research 
design and outlines the rationale for using a multistage approach. Section 4.3 
introduces the methods for the first stage qualitative study, including research 
purpose, recruitment of participants, interview process, data analysis procedures and 
strategies for attaining the trustworthiness of the findings. This is followed by a 
description of the methods for the second stage study, which consists of a pilot study 
and cross-sectional survey. In Section 4.4 the research purpose, population and 
sampling strategies, instrument selection, data collection procedures and data 
analysis plan are described. Ethical issues associated with the first and second stage 
studies are also discussed.       
 
4.2 Research Design   
This study used a two stage multimethod design consisting of a qualitative study, 
followed by a quantitative survey (see Figure 4.1). This is a two-stage, sequential 
design, which started by exploring the phenomenon under investigation before 
building to a second quantitative stage (Driessnack et al., 2007; Kroll & Neri, 2009). 
The first stage study involved semi-structured interviews to explore Taiwanese city-
dwelling adults’ experiences of and preferences for end-of-life care and to identify 
significant variables to inform the second stage study. The second stage of this study 
involved a cross-sectional survey design. This stage consisted of two phases, a pilot 
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study and a cross-sectional survey using a large Taiwanese sample. Cross-sectional 
studies are appropriate for describing the status of phenomena or for describing 
relationships among phenomena at a fixed point in time (Polit & Beck, 2004). The 
primary benefit of cross-sectional designs is that they are practical, easy to do and 
relatively economical.  
 
 Figure 4.1 The Multimethod Design in This Study 
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The use of this type of multimethod research design is a growing trend in nursing 
research (Driessnack, Sousa, & Mendes, 2007).  This approach is often used due to 
the limitations of the sole use of quantitative methods or qualitative methods (Doyle, 
Brady, & Byrne, 2009). Johnson and Onwueguzie (2004) argued that both 
quantitative and qualitative research have both strengths and weaknesses. For 
instance, quantitative research has strengths of credibility and transferability where 
qualitative research can provide an in-depth understanding and description of the 
investigated area. However, knowledge produced from quantitative findings can be 
too abstract and the findings of qualitative research may not generalise to other 
settings and be tested with hypotheses (Johnson & Onwueguzie, 2004). The 
combination of qualitative and quantitative approaches is therefore argued to provide 
a better understanding of the complex research problems than either approach 
individually (Creswell & Plano Clark, 2007; 2011; Driessnack et al., 2007; Morse, 
2003). The use of multiple methods in any particular study can take many different 
forms. One common approach is to use qualitative research methods for one phase 
and quantitative research methods for another phase, conducted either concurrently 
or sequentially (Driessnack et al., 2007; Leech & Onwuegbuzie, 2009; Morse, 2003). 
Researchers often use this design for the purposes of triangulation, complementarity, 
development, initiation or expansion (Driessnack et al., 2007; Doyle et al., 2009; 
Halcomb & Andrew, 2009). For instance, some researchers use this design to 
produce a more complete picture by combining information from complementary 
types of data and as a way of building on initial findings using contrasting methods 
(Denscombe, 2008).  
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This study employed a two stage study whereby qualitative data were obtained in the 
initial study, and quantitative in the second study. This approach was selected for 
three main reasons. Firstly, the initial qualitative study was undertaken to assist with 
constructing a hypothesised model. This approach is particularly helpful when 
researchers need to identify important variables to study quantitatively, when the 
variables are unknown, and to state the proposition for testing an emergent 
framework (Creswell & Plano Clark, 2011; Driessnack et al., 2007). While Simons-
Morton et al.’s (2012) Social Ecological Model was used in the present study, many 
of the concepts outlined in the model are higher level concepts and their specific 
application to the questions of interest in this study have not been tested. The 
findings from the first stage qualitative study in this case were therefore used to 
identify specific societal levels and variables within Simons-Morton et al.’s (2012) 
Social Ecological Model that could be used to inform the development of a 
hypothesised model, which could then be operationalised and tested in the second 
stage quantitative study.  
 
Secondly, using a multimethod design allowed for expansion of the scope of the 
study. This study aimed to seek an understanding of Taiwanese city-dwelling adults’ 
experiences of and preferences for end-of-life care. The concepts under investigation 
were complex. The scope of this study was therefore expanded by providing an 
initial understanding of the issues through qualitative interviews, followed by 
assessment of their preferences at the population level. As a result, both qualitative 
and quantitative data provided additional sources of evidence relating to cultural and 
social contextual factors, individual preferences for care, and the social ecological 
perspective, to provide an expanded understanding of the issues. 
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The multimethod design was also used for the purpose of complementarity. As end-
of-life issues are complex, the findings of either a quantitative or a qualitative study 
alone may not have provided an adequate account of Taiwanese city-dwelling adults’ 
experiences and preferences pertaining to these concepts. The findings of the 
qualitative study were therefore intended to elaborate and enhance the results of a 
subsequent quantitative study (Driessnack et al., 2007; Doyle et al., 2009; Halcomb 
& Andrew, 2009).  
 
4.3 First Stage Study- Qualitative Approach 
This section describes the qualitative approach used for the first stage study. The 
purpose of the study is presented in Section 4.3.1. This is followed by a description 
of the research population and recruitment in Section 4.3.2, the semi-structured 
interview approach in Section 4.3.3 and the data analysis plan in Section 4.3.4. 
Translation issues, trustworthiness of the interview findings and research ethics are 
presented in Sections 4.3.5, 4.3.6 and 4.3.7 respectively.  
 
4.3.1 Purpose of the Stage One Study 
Stage one of this study used a qualitative approach to obtain a broad description of 
phenomenon in relation to experiences of and preferences for end-of-life care among 
Taiwanese city-dwelling adults and to inform the second stage study. This study 
specifically aimed to understand city-dwelling adults’ experiences regarding end-of-
life care, to explore their preferences about this care, and to identify broader cultural, 
social and contextual factors, which shaped their preferences toward end-of-life 
communication, planning for end-of-life healthcare wishes, life-sustaining measures 
and palliative care in the Taiwanese social context. The results of the first stage study 
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were used to construct a hypothesised social ecological model for the second stage 
study.    
  
4.3.2 Research Population and Recruitment of Participants  
The target population for this study was adults in Ping Tung City. Ping Tung City 
was chosen to provide a convenience setting, as the researcher had existing 
collaborations with the City Government which enabled access to survey samples. 
Ping Tung City, the capital of Ping Tung County, is located in the south region of 
Taiwan, with a total population of 207,862 people which accounted for 
approximately 1 % of the whole population (23,315,822 people) in Taiwan (Ministry 
of the Interior, Department of Statistics, 2012). The population aged over 20 years 
old in Ping Tung City is 164,704 people (Ping Tung City Household Registration 
Office, Ping Tung County, 2012; Ping Tung City Government, 2012). The 
population density (3,174persons/km
2
) is also the highest compared to other areas, so 
called Townships, of Ping Tung County (Department of Household Registration, 
Ministry of the Interior, 2013).  
 
An approval letter was obtained from the Ping Tung City Government to conduct the 
study. Adults attending a community centre within Ping Tung who were over 20 
years old and lived in Ping Tung City were eligible for this study. The sampling 
approach was thus a convenience sampling strategy. With the assistance of a 
coordinator in the City Government, recruitment flyers were sent to a convenience 
sample of adults in the community centre in Ping Tung City. That is, recruitment 
flyers were handed out by volunteers in the centre to people who came to the 
community centre for leisure activities, such as reading newspapers and borrowing 
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books or magazines. Individuals who were over 20 years old were asked if they were 
willing to take the recruitment flyers after they were informed of the broad purpose 
of the study. The decision to take the flyer and to make contact with the researcher 
was then at the individual’s discretion, so that their decision to participate in the 
research interviews was entirely voluntary.       
 
The sample size was to be determined by supervisors and the postgraduate 
coordinator at Queensland University of Technology who had extensive research 
experiences in this area. A sample size of 15 to 20 people was suggested. As such, a 
total of 300 recruitment flyers were distributed to adults attending the community 
centre for leisure activities over a period of 4 weeks. Interviews were conducted as 
soon as a person responded to the flyer. Sampling continued until there were no 
recurring themes emerging from the interview data.  As a result, a total of 16 adults 
were recruited and interviewed. The characteristics of participants are described in 
Chapter 5.  
 
4.3.3 Semi-structured Interview  
Semi-structured interviews are widely used by health professionals as a data 
collection strategy for qualitative research (Dicicco-Bloom & Crabtree, 2006; 
Whiting, 2008). This data collection strategy is used to allow the interviewer to gain 
in-depth information about personal matters and experiences of individuals (Dicicco-
Bloom & Crabtree, 2006; Whiting, 2008). This strategy enables the researcher to 
gain an explicit understanding of the issues under investigation.  
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The protocol for this study’s semi-structured interview was developed to provide the 
researcher with a sense of direction during the interviews (see Table 4.4). A pilot 
interview was conducted on colleagues in order to practice interview questions and 
probing techniques prior to conducting the interviews with city-dwelling adults 
(Griffee, 2005).  
 
Participants were asked to sign a consent form prior to the commencement of the 
interview. Participant’s consented to both the interview itself and to having the 
interview recorded. The details of the ethical considerations, including the consent 
process, are provided in Section 4.3.7. The interviews started with general questions 
about participants’ experiences of dying or experience with families or friends who 
were dying. This was followed by specific questions about their main concerns when 
making decisions in relation to end-of-life care and their experiences with talking 
about death and dying. In the beginning stages of the interviews, it was important to 
build rapport by starting with broad general questions, which reflected the nature of 
the research, in order to induce a more relaxed atmosphere and to ease the tension 
between interviewer and interviewee (Dicicco-Bloom & Crabtree, 2006; Whiting, 
2008). During the interviews, prompt questions associated with key questions or 
concepts were also asked to uncover more in-depth information. Whiting (2008) 
suggested that prompt questions were critical to the interview process because they 
enabled the interviewer to gain more information when interviewees did not provide 
detailed replies. Other probing techniques were also utilised such as silence, echo 
and using statements such as “tell me more”. Questions were also asked to encourage 
the interviewee to explain his or her reasoning, such as “tell me what makes you say 
that?” (Whiting, 2008). Adams (2010) also suggested that silence could be a useful 
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tool in interviewing, by allowing a few seconds or minutes silence to create a space 
for the interviewee to fill. During the interviews, the researcher recorded significant 
incidents or ideas emerging from the conversations to clarify and explain questions, 
when there was confusion or misunderstanding by interviewees.   
 
Table 4.1 Interview Questions for the First Stage Qualitative Study  
1. Please tell me about your experience or experiences of your family or 
friends who are dying? 
2. What are your main concerns about making decisions in relation to end-of-
life care? 
3. What are your experiences with talking with other family or friends about 
death and dying? 
What do you believe communication should be like with people who are 
dying? 
Why do you believe this? 
4. What experience do you have with advance directives? 
What do you believe should be our practices regarding advance directives? 
Why do you believe this? 
5. What experience do you have with making decisions regarding end-of-life 
care for yourself and for others? 
What do you believe should be our practices regarding decision-making 
about end-of-life care? 
Why do you believe this? 
6. What experience do you have with palliative care? 
What do you believe should be our practices regarding palliative care? 
Why do you believe this? 
7. Please tell me any factors or challenges that you think may make it easier or 
harder to make decisions about end-of-life care?  
 
The interviews were conducted in Chinese and recorded. The interview records were 
transcribed verbatim. The research purpose and the importance of interviewees’ 
participation were fully explained prior to the commencement of the interviews. The 
interviews lasted for approximately one hour (Dicicco-Bloom & Crabtree, 2006). A 
comfortable and quiet environment was provided for the interviews, which took 
place in a private office in an activity centre or in a quiet, private coffee shop.  
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4.3.4 Data Analysis  
There are a number of methods for analysing qualitative data. Broadly, the analysis 
for this study was guided by the concepts in the Social Ecological Model, which 
underpinned the study. Specifically, the study was interested in understanding the 
dimensions of specific social, cultural and contextual factors as well as preferences 
pertaining to end-of-life issues. To achieve this, with each of the broader dimensions 
of the framework, content analysis using an inductive approach was used to elicit key 
themes pertaining to the specific dimension. Content analysis is widely used in health 
research and it is well-suited for analysis of data on multifaceted sensitive 
phenomena or topics (Elo & Kyngäs, 2008; Hsieh & Shannon, 2005). It has been a 
popular analytic method in studies in relation to end-of-life care (Hsieh & Shannon, 
2005). The purpose of this analysis strategy was to attain a condensed broad 
description of phenomenon and the outcome of the analysis was categories or 
concepts, which were intended to operationalise the conceptual framework (Elo & 
Kyngäs, 2008) for testing in the stage two study.  
 
Elo and Kyngäs (2008) suggest that when there are no previous studies dealing with 
the phenomenon or when the knowledge under investigation is fragmented, this type 
of content analysis approach is useful. Therefore, due to the dearth of information 
pertaining to Taiwanese adults’ experiences of and preferences for end-of-life care, 
this approach was applied to this study. The knowledge of specific cultural, social 
and contextual factors on Taiwanese people’s preferences for end-of-life care was 
also limited as previous studies conducted in Taiwan have tended to investigate the 
influence of demographic factors and knowledge about end-of-life issues on 
preferences for palliative care alone. This approach to the analysis of the interview 
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data therefore enabled a description of phenomenon relating to the influence of 
cultural, social and contextual factors on a range of end-of-life preferences. The 
analysis for this study process is represented by three major phases: preparation, 
organising and reporting (Elo & Kyngäs, 2008).  
 
Phase one: preparation phase for data analysis 
In this phase, four steps of data analysis were included: (1) transcription and 
translation, (2) conceptualising the data, (3) identifying the units of analysis, and (4) 
to be familiar with the data. These steps are presented below. 
 
Step one: transcription and translation 
A total of 16 interviews were recorded and transcribed verbatim in the original 
language, Chinese, by the researcher. The interview transcripts were then checked 
against the interview record for word-for-word accuracy. This approach enabled the 
researcher to gain a better understanding of the interview data. In addition, the 
interview transcripts were translated from Chinese to English by the researcher and a 
professional bilingual translator for discussion with supervisors about the emerging 
codes, subcategories, categories and themes to ensure rigour in the interpretation of 
the derived data. The translated transcripts were then checked by the researcher for 
equivalence of meaning in the translation.  
 
Step two: conceptualising the data 
Researchers are guided by the study aim and research questions when choosing the 
content they analyse (Robson, 2002). In this study, three broad concepts were 
deductively formed based on the research aims in order to guide the researcher to 
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analyse the data. These included the experiences regarding end-of-life care, 
preferences for this care and broader cultural, social and contextual factors which 
influenced preferences relating to end-of-life care. Within these framework concepts, 
an inductive data analysis approach was applied to develop codes and generate 
categories from the raw information.     
 
Step three: identifying the units of analysis 
According to Graneheim and Lundman (2004), one of the most basic decisions when 
using content analysis is to select the unit of analysis. The authors also suggested that 
a meaning unit is considered to be words, sentences or paragraphs containing aspects 
associated with each other through their content and context (Graneheim & Lundman, 
2004). In this study, a meaning unit was considered to be a segment sentence or 
paragraph in the interview transcripts. During the data analysis, a meaning unit was 
labelled with a code, which was the abstraction of the description or the 
interpretation of the object, events or phenomena in the data.   
 
Step four: to be familiar of the data 
The interview records were reviewed and the interview transcripts were read many 
times in order for the researcher to become immersed in and gain a whole sense of 
the data. After making sense of the data, analysis was conducted using an inductive 
approach.  
 
Phase two: organising phase for data analysis  
Organising the qualitative data involved open coding, creating categories and 
abstraction (Elo & Kyngäs, 2008; Graneheim & Lundman, 2004). In this phase, five 
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steps of data analysis were included: (1) open coding and code generation, (2) 
creating a coding sheet, (3) assessing the codes, (4) generating categories and 
identifying themes, and (5) refining categories (a recursive process). These five steps 
are presented as follows: 
 
Step one: open coding and code generation 
In this stage of open coding, the text was divided into meaning units, which were 
condensed. The condensed meaning units were then abstracted and labelled with a 
code (Graneheim & Lundman, 2004). The coding sheet was also required at this 
stage (Elo & Kyngäs, 2008). During the open coding stage of this study, the 
researcher read transcripts several times and broke down the texts into meaning units, 
which were a segment sentence or paragraph. Braun and Clarke (2006) suggested 
that during the coding process, the use of highlighters or colour pens could assist 
researchers to indicate potential patterns in the data set. Therefore, notes and 
headings were written in the margins of the transcripts to describe the aspects of the 
content, using different highlighting to indicate particular patterns of data. The notes 
and headings were then interpreted or described on a higher logical level as a code 
(Graneheim & Lundman, 2004). Additionally, in vivo codes, which were the actual 
words or phrases from the participants, were employed in order to represent the 
actual meaning of the language in the data.  
 
Step two: creating a coding sheet  
After various codes were generated, a coding sheet was created to help the researcher 
manage segments of similar data to assist in data coding and data interpretation 
(Fereday & Muir-Cochrane, 2006; Joffe & Yardley, 2004).  
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Step three: assessing the codes 
In this stage, two approaches were employed to ensure the closeness of the codes to 
the raw information. It is also suggested that it is important to ensure that codes are 
not too broad and overlapping while the researcher codes data (Joffe & Yardley, 
2004). Therefore, the principal researcher applied the codes to the same piece of text 
on at least two occasions, a week apart, for consistency of coding, with a minor 
change of some codes in order to make a clear distinction between two similar codes. 
Then, to determine the degree of consistency in judgment of the codes, the 
supervisors were invited to independently apply the codes to the same material. 
When a desirable level of reliability was achieved, the code was then considered 
reliable. However, when a desirable level of reliability was not achieved, the code 
was discarded or recoded. The process was repeated until the desired level of 
reliability of codes was achieved, as agreed by both the researcher and supervisors.    
 
Step four: generating categories and identifying themes 
After the open coding process, categories are created and grouped (Elo & Kyngäs, 
2008; Graneheim & Lundman, 2004). A category includes a number of sub-
categories at varying levels of abstraction (Graneheim & Lundman, 2004). In this 
study, the emergent codes, which were similar or related to each other, were grouped 
together to form a subcategory. This enabled various codes to be compared based on 
similarities and differences and to be sorted into subcategories. Subcategories with 
similar meanings were then sorted and abstracted into a category and those 
categories were then grouped as main categories, so called themes in this study (Elo 
& Kyngäs, 2008; Graneheim & Lundman, 2004). During this process, the researcher 
ensured that no data fell between two categories or fit into more than one category, 
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through discussion with supervisors (Graneheim & Lundman, 2004). Themes were 
thus created to link the underlying meaning between each category. The creation of a 
theme is thus an expression of the latent content of the text and is an essential way to 
link underlying meanings together in categories (Graneheim & Lundman, 2004).  
 
Step five: refining categories (a recursive process) 
Qualitative analysis is not a linear process. Instead, it is a recursive process of 
moving back and forth as needed, throughout the phases of data analysis (Braun & 
Clarke, 2006). During the data analysis of this study, the emerging codes, 
subcategories and categories were constantly refined. A regular debriefing session 
was held with supervisors in order to refine the codes, subcategories and categories, 
to discard inappropriate ones and to create new categories to integrate the items that 
would not fit into previous categories. The process was repeated until the codes and 
categories were finalised.    
 
Phase three: reporting phase for the findings of the data 
The results of this stage of study are presented in Chapter 5. 
 
4.3.5 Translation Issues 
The issue of translation is important in qualitative nursing research as it can have an 
influence on the trustworthiness of the study. According to Birbili (2000), collecting 
data in one language and presenting findings in another language requires researchers 
to make translation-related decisions, which could have a significant impact on the 
trustworthiness of the results and the reports of the research. In addition, translator, 
culture and language should be considered as factors, which could influence the 
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quality of translation in qualitative research (Chen & Boore, 2009). Therefore, it is 
important to address those factors while undertaking qualitative data translation.  
 
The content of interview data in this study was transcribed verbatim in Chinese and 
then analysed. After codes, subcategories, categories and themes emerged, the 
researcher, who is bilingual, translated them into English. Another bilingual 
Taiwanese research student was asked to conduct the back-translation from English 
to Chinese. During the translation and back-translation process, a language advisor 
was also consulted to clarify any uncertainty regarding the meaning of the 
translations. Importantly, the interview transcripts were also translated from Chinese 
to English by the researcher and a professional bilingual translator in Taiwan in order 
to discuss the emerging codes, subcategories, categories and themes with supervisors 
and to enable interpretation of the data. Regular meetings were held with supervisors 
to gain conceptual equivalence in the study findings to ensure the use of words, 
which native speakers could understand. 
 
4.3.6 Trustworthiness of the Interview Findings  
The findings of qualitative studies should be as trustworthy as possible. To address 
this, strategies to ensure credibility, dependability, transferability and confirmability 
have been widely used in qualitative nursing research to enhance the trustworthiness 
of the research findings (Graneheim & Lundman, 2004). The following section 
discusses how this study addressed these issues.  
 
The credibility of research findings addresses how well the categories and themes 
explain the data, that is, how accurately the findings cover the focus of the study and 
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interviewees’ point of views (Graneheim & Lundman, 2004; White & Marsh, 2006). 
To enhance the credibility of the findings, various approaches are suggested, such as 
member checks, debriefing sessions, audit trails and prolonged engagement 
(Graneheim & Lundman, 2004; McBrien, 2008; Shenton, 2004; Tuckett, 2005). In 
this study, debriefing sessions were employed to ensure the rigour of the findings. 
Firstly, during the data analysis, the interpretation of the data, emerging codes, 
subcategories, categories and themes were regularly discussed with the researcher’s 
supervisors in order to enhance the researcher’s understandings of the data and to 
ensure the accuracy of interpretation of the findings. Graneheim and Lundman (2004) 
argued that selecting the most suitable meaning unit from the findings has to be 
ensured via regular discussion with supervisors. The codes, subcategories, or 
categories were refined during the debriefing sessions. Shenton (2004) suggested that 
frequent debriefing sessions between the researcher and supervisors could widen the 
vision of the researcher, as others bring to bear their experiences and perception on 
the studied issues.  
 
In addition, another aspect of trustworthiness is dependability. It is essential to 
ensure the process of the study is logical, traceable and explicitly documented, 
enabling a future researcher to repeat the work in the same context, with the same 
methods and participants (Shenton, 2004; Tobin & Begley, 2004). To address this 
issue, it is important to have an audit trail by having an open dialogue within the 
research team where others can examine the documentation of the findings, methods 
and complete report (Graneheim & Lundman, 2004; Tobin & Begley, 2004). During 
the data analysis of this study, regular discussions with supervisors were held to 
ensure the consistency of the data analysis procedure, the documentation of the data 
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analysis process and the process for refining codes and categories generated from the 
interview data. Memos were also used during the data analysis process to document 
and reflect on issues associated with the research, such as the coding process and the 
process of refining the codes, subcategories, categories and themes. Furthermore, 
transferability refers to the extent to which the findings of the study can be 
transferred to other groups of people or other settings (Graneheim & Lundman, 2004; 
White & Marsh, 2006). To facilitate this, some researchers suggest that it is valuable 
to provide a clear and distinct description of culture and context, selection and 
characteristics of participants, data collection and data analysis process (Graneheim 
& Lundman, 2004). While the findings of this study may not be representative of all 
city-dwelling adults, attempts were made to provide an explicit description of culture 
and social context in Taiwan, characteristics of participants, and data collection and 
analysis processes. Moreover, confirmability was addressed in this study through 
explicit documentation of interview transcripts, data analysis processes and the 
process of refining codes, subcategories and categories. Many researchers argue that 
confirmability is concerned with ensuring that the interpretations of the data are not 
derived from the researcher’s imagination but are clearly derived from the empirical 
interview data (Shenton, 2004; Tobin & Begley, 2004). In this study, interview 
transcripts were translated into English to enable discussion with supervisors. 
 
4.3.7 Ethical Considerations for the First Stage Study  
An approval letter was obtained from the City Government in Taiwan, which then 
allowed the researcher to conduct face-to-face interviews with city-dwelling adults in 
Ping Tung City in the south region of Taiwan (Appendix A). Ethical clearance was 
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obtained from Human Research Ethics Committee (HREC) of Queensland 
University of Technology (Appendix B).  
 
Participation in the research interview was voluntary. A recruitment flyer (Appendix 
D) was handed out to city-dwelling adults attending a community centre in Ping 
Tung City in advance of the information sheet and consent form (Appendix D). City-
dwelling adults were informed that if they were interested in participating in the 
interviews they could contact the researcher. The purpose of the study, the potential 
risks and benefits of participation and the right to withdraw from interview without 
any penalties were discussed with participants who made contact with the researcher. 
Participants were asked to sign a consent form prior to the commencement of 
interviews. In addition, the principles of beneficence and non-maleficence were 
important concerns in this study. The place and time of interview was arranged with 
each participant based on their preferences and convenience. The interviews lasted 
for approximately one hour. Participants were also given a gift (an Australian 
Lanolin product) to compensate for their time. Participants were informed that they 
had the right to refuse to answer questions during the interview if they felt that 
questions might interfere with their privacy or be distressing. Given the nature of this 
study, it was possible that during the interview, participants would recall unpleasant 
memories or experiences. The researcher’s protocol was to terminate the interview 
immediately if there was any reason to suspect that continuation would lead to harm 
to participants; however, this did not occur in the study.   
 
A number of strategies were used in this study to address the issues of emotional or 
psychological distress of participants during or after interviews. Firstly, if there was a 
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suspicion of emotional distress or feeling of unpleasantness from participants, 
participants would be encouraged to consult with psychologists. There are three 
hospitals with psychologist consultation services in Ping Tung City. These included 
Pingtung Christian Hospital, Paochien Hospital and Department of Health Executive 
Yuan Pingtung Hospital. Participants would be referred to the nearest hospital setting. 
If the participants were not willing to go to hospital settings, they would be 
encouraged to contact the Life Line Association, Ping Tung. This association 
provides free consultation services for psychological and emotional issues, social 
support, marriage consultation and suicide prevention. A follow up would have been 
performed after participants consulted with psychologists to ensure the emotional or 
psychological distress was alleviated. Such referrals were not required during the 
study. 
 
Further to this, the confidentiality and anonymity of each participant was ensured. 
Interview records and transcriptions were stored in the researcher’s computer, which 
could only be accessed by the researcher using passwords, ensuring confidentiality. 
Any materials used in subsequent reports or publications are presented anonymously.       
    
4.4 Second Stage Study-Quantitative Approach  
The results of the first stage study revealed Taiwanese adults’ preferences relating to 
end-of-life care, which can be influenced by a variety of factors. The second stage 
study aimed to test the relationship between the proposed factors within the 
conceptual framework. The purpose of the stage two study is presented in Section 
4.4.1. This is followed by research questions in Section 4.4.2, population, sampling 
in Section 4.4.3, sample size calculation in Section 4.4.4, instrument selection in 
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Section 4.4.5, and instrument translation in Section 4.4.6. Section 4.4.7 describes 
data collection procedures for the pilot and cross-sectional survey. The data analysis 
plan and research ethics issues are discussed in Section 4.4.8 and 4.4.9 respectively.   
 
4.4.1 Purpose of the Study 
The purpose of this study was to explore Taiwanese adults’ level of preferences for 
end-of-life care and to identify broader cultural, social and contextual factors across 
proposed levels in the social ecological model, which influenced their preferences. 
The specific aims were to explore the levels of Taiwanese city-dwelling adults’ 
personal preferences regarding end-of-life care, and to identify the significance of 
cultural, community, interpersonal and individual determinants of personal 
preferences about end-of-life communication, end-of-life healthcare planning, life-
sustaining measures and palliative care. 
 
4.4.2 Research Questions  
To achieve the research aims, four research questions were proposed.  
 
Research question one 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences towards end-of-life 
communication?  
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Research question two 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences toward advance 
directives?  
 
Research question three 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources support at the community level, and social interactions 
regarding planning for end-of-life healthcare at the interpersonal level yield 
predictive capacity above and beyond personal attributes, knowledge about services 
and support and fear of death and dying at the individual level on personal 
preferences towards life-sustaining measures?  
 
Research question four 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences towards palliative 
care?  
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4.4.3 Population and Sampling 
The total population in Ping Tung City is 207,862, with 164,704 people over 20 
years old (Ping Tung City Household Registration Office, Ping Tung County, 2012; 
Ping Tung City Government, 2012). A description of the characteristics of this 
region is presented in Section 4.3.2. City-dwelling adults who were over 20 years old 
and were listed in the electoral rolls in the official registry of Ping Tung City 
Government were eligible for this study. Random sampling involves a selection 
process where each element in the population has an equal, independent chance of 
being chosen (Dowdy, Wearden, & Chilko, 2011; Thompson, 2012). A simple 
random sampling method, generated in Excel 2007, was used to select a sample of 
2000 people from the 164,704 individuals over 20 years of age living in this region. 
This was performed by an employee of the City Government who was competent in 
running this sampling method via Excel 2007, to ensure confidentiality of the 
government’s records. 
  
4.4.4 Power Calculation 
An adequate sample size is essential to produce useful findings and to utilise 
resources and time in the most cost effective manner (Fitzner & Heckinger, 2010; 
McCrum-Gardner, 2010). A small sample size cannot provide reliable hypotheses 
testing, whereas a large sample size can make the study unwieldy, wasting both time 
and effort (Fitzner & Heckinger, 2010). To answer the research questions, multiple 
regression analyses were used in this study. J. Cohen, J. Cohen, West, and Aiken 
(2003) suggested a sample size calculation formula for multiple regression analyses 
as follows: 
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L=tabled value for desired α and power  
n*=sample size 
k=number of independent variables 
R
2
=
 
estimated effect size  
 
A conventional choice of 0.05 and 0.20 (power=80%) for type I and type II error 
rates and an estimated effect size of 0.2 was made in order to calculate sample size 
for this study (Cohen et al., 2003). The following section presents the sample size 
calculations for this sample.  
 
The L value for 25 independent variables and 80% of power is 22.49.  
  f 
2
=0.2/ (1-0.2)=0.25 
  n*=(22.49/0.25) + 25 +1=116 
 
Using this method, the expected minimum sample size was thus 116 participants to 
answer the research questions. Salant and Dillman (1994) have also proposed a 
sample size calculation for population survey, which uses random sampling 
procedures. That is, in order for the sample to have 5% +/- sampling error at a 95% 
confidence level, a total of 383 individuals are needed per 100,000 population, while 
384 individuals are needed per 1,000,000 population (Payne, 2011; Salant & Dillman, 
1994).  In the current study, the population was 164,704. As such, using this method, 
a sample of 384 was deemed sufficient to represent the population of 100,000 or 
more people.  
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4.4.5 Instrument Selection  
Proposed factors in the hypothesised social ecological model in this study included 
four outcome variables and a range of independent variables at four selected societal 
levels. The four outcome variables concerned preferences for end-of-life care, 
including preferences about end-of-life communication, advance directives, life-
sustaining measures and palliative care. At the cultural level, adherence to Asian 
values and religious commitments were included. Community resources were 
included at the community level. At the interpersonal level, social interactions 
regarding planning for end-of-life healthcare were included.  Fear of death and dying, 
knowledge about end-of-life services and support and personal attributes were 
incorporated at the individual level. The following section presents a justification for 
the selected instruments in this study.  
 
4.4.5.1 Measurements of Preferences for Care at the End of Life 
There are a variety of instruments to measure people’s preferences or health-related 
choices at the end of life. These include the Preferences for Care Near the End of 
Life Scale (PCEOL) (Gauthier & Froman, 2001; Schirm, Sheehan, & Zeller, 2008), 
Attitudes of Older People to End-of-life Issues (AEOLI) (Catt et al., 2005b), and 
Preferences for End-of-life Care (Chan & Pang, 2007). However, the available 
instruments were not appropriate for the scope and purpose of this study. For 
instance, the Preference for End-of-life Care questionnaire only measures 3 items 
that include life-sustaining preferences, preferred persons involved in treatment 
decision-making and primary decision-maker for treatments (Chan & Pang, 2007). 
Preferences for end-of-life care, including end-of-life communication, advance 
directives, life-sustaining measures and palliative care are, therefore, not measured in 
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this scale. Due to their importance to this study, separate validated scales were 
chosen to measure the key concepts of importance. Permission to use instruments 
selected in this study was obtained from the authors (Appendix C).  These 
instruments are described in the following sections.  
 
Preferences for end-of-life communication: Measure of Patients’ Preferences 
(MPP)  
Validated instruments exist in the literature for measuring people’s preferences with 
regard to end-of-life communication. Notably, these include information style 
questionnaires (Cassileth, Zupkis, Sutton-Smith, & March, 1980), the Measure of 
Patients’ Preferences (MPP) (Parker et al., 2001), general information preferences 
(Meredith et al., 1996) and information and involvement preferences (Leighl, 
Gattellari, Butow, Brown, & Tattersall, 2001). While the majority of instruments 
focus mainly on measuring information preferences for end-of-life communication, 
the MPP is designed to measure people’s preferences for communication, in terms of 
content, facilitation and support aspects (Parker et al., 2001). The MPP has been 
widely used and validated in different countries, including the USA, Canada, UK, 
Italy, Singapore and Japan (Brown et al., 2011; Chiu et al., 2006; Davison et al., 
2004; Fujimori et al., 2007; Mauri et al., 2009; Parker et al., 2001), and has also been 
used to test the relationship between personal attributes and preferences for end-of-
life communication (Chiu et al., 2006; Parker et al., 2001). Using the MPP to assess 
people’s preferences for communication is likely to meet people’s expectations for 
end-of-life communication because this scale reflects SPIKES, a six-step protocol for 
communicating end-of-life issues, in the communication skills training workshops 
for health professionals (Baile et al., 2000; Kaplan, 2010; Parker et al., 2001). For 
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instance, the S of the SPIKES protocol represents setting up the interview and 
corresponds to the Facilitation subscale of the MPP. The K of the SPIKES protocol 
represents giving knowledge and information to the patient, which corresponds to the 
Content subscale. The E stands for addressing the patient’s emotions with empathic 
responses, which corresponds to subscale of support (Baile et al., 2000; Kaplan, 2010; 
Parker et al., 2001). Items in the scale also reflect the key elements of end-of-life 
communication published in clinical practice guidelines for communicating 
prognosis and end-of-life issues, such as timing of end-of-life discussion, preparation 
for the discussion, physical and social settings, importance of generic communication 
skills, and provision of relevant disease information (Clayton, Hancock, Butow, 
Tattersall, & Currow, 2007).    
 
The MPP, which uses 32 items, was developed by Parker et al. (2001) to assess 
people’s preferences for communicating unfavourable news during end-of-life 
communication. It was selected for this study because it was consistent with the 
findings from the first stage study and because it assessed key elements of end-of-life 
communication (Baile et al., 2000; Clayton et al., 2007; Kaplan, 2010; Parker et al., 
2001). In this study, communicating issues regarding diagnosis, prognosis and end-
of-life treatments were considered sensitive issues for individuals, given that these 
issues are often considered to be sensitive issues and taboo in traditional Taiwanese 
society. Unfavourable news in the healthcare context has been defined as pertaining 
to situations where there is either a feeling of no hope, a threat to a person’s mental 
or physical well-being, a risk of upsetting an established life-style or where a 
message is given which conveys to an individual fewer choices in his or her life 
(Davison et al., 2004).  
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The MPP has good validity and reliability. The items were developed and evaluated 
by a team of experts, which consisted of oncologists, psychiatrists, clinical 
psychologists, health psychologists and patients (Parker et al., 2001). There was also 
a significant, positive association between the Miller Behavioural Style Scale (MBSS 
monitoring scale) (Miller, 1987) and MPP, for the aspects of the message (r=.18, 
p<.01) and the supportive aspects of the communication (r=.15, p<.01), supporting 
the concurrent validity of the MPP (Parker et al., 2001). An exploratory factor 
analysis was also conducted with good internal consistency reliability in 32 items. 
The MPP scale consists of three subscales, including content with 13 items (α=.92), 
support with 12 items (α=.90) and facilitation with 7 items (α=.80) (Parker et al., 
2001). This scale was also used with some items reworded in an Asian population in 
Singapore with internal consistency reliability α=.96 for the content subscale, α=.92 
for the support subscale and α=.92 for the facilitation subscale (Chiu et al., 2006). In 
the MPP scale, all of the items are worded as statements, and respondents are asked 
to rate on a 5-point Likert scale how important each of the items would be to them 
when communicating end-of-life issues. The response options are the following: 
1=not at all important, 2=optional, can take it or leave it, 3=important, 4=very 
important, and 5=essential, every doctor should do it.  
 
Since this scale was developed to measure patients’ preferences for end-of-life 
communication with medical doctors, this scale was modified slightly to reflect the 
study context as well as more recently published clinical practice guidelines for 
communicating prognosis and end-of-life issues (Clayton et al., 2007). Specifically, 
the MPP was slightly modified in terms of the wording in the introduction of the 
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scale and for some individual items. For instance, the word “patient” was replaced 
with “you”. In this study, the MPP-modified version stands for Measure of Public 
Preferences-Modified Version. Secondly, the word “doctor” was replaced with 
“health professional” throughout the items to reflect the broader range of 
professionals involved in end-of-life communication and the care of the person and 
his/her families (Clayton et al., 2007). Due to cultural differences in Taiwan whereby 
people tend to avoid the term “cancer” in end-of-life communication in Taiwan, Chiu 
et al. (2006) suggested that the word “cancer” should be replaced with other terms, 
such as “condition”, in Asian populations. In this study, the word “cancer” in item 14, 
16, 20, 32 in MPP was replaced with “condition” and the word “cancer” in item 18 
was replaced with “disease”. For instance, in item 14, the question became: “My 
health professional giving me a lot of information about my condition.” The word 
“doctor” was also replaced with “health professional” in the 5-point Likert scale. In 
this study, the response options were the following: 1=I believe it’s not at all 
important, 2=It’s optional, I can take it or leave it, 3=I believe it’s important, 4=I 
believe it’s very important, and 5=It’s essential; every heath professional should do it. 
In terms of scoring the items within subscales, the scores ranged from 7 to 35 for the 
Facilitation subscale, 13 to 65 for the Content subscale, and 12 to 60 for the Support 
subscale. Within subscales, increased scores implied higher preferences relating to 
content, support or facilitation of end-of-life communication.   
 
Preferences for advance directives: Advance Directive Attitude Survey (ADAS)  
Measures for assessing individual preferences for advance directives include the 
Advance Directives Questionnaire (Akabayashi, Slingsby, & Kai, 2003; Kim, 2011), 
End-of-life Decision-making Questionnaire (Cartwright et al., 1998) and the 
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Advance Directive Attitude Survey (ADAS) (Nolan & Bruder, 1997). However, 
many of these instruments include only 1 or 2 items to assess people’s preferences. 
For instance, in Akabayashi et al.’s (2003, Survey concerning Advance Directives, 
para. 3) study, the preference was measured by 1 item- “Due to a sudden illness (i.e. 
stroke) or accident (i.e. traffic accident), I may become incapable of communicating 
and thus making decisions. In such a case, do you feel it is better to have expressed 
your wishes regarding medical treatment?” As an individual’s preferences toward 
care at the end of life can be complex, measurement of multidimensional aspects of 
attitudes to advance directives can better reflect an individual’s evaluative judgments 
in the sense of preferring or not preferring to have made particular choices at the end 
of life (Nolan & Bruder, 1997; Scherer, 2005).  
 
The ADAS developed by Nolan and Burder (1997) was selected for this study to 
measure preferences toward advance directives. This scale has been used to assess 
the preferences toward advance directives among patients (Douglas & Brown, 2002; 
Heyman & Gutheil, 2010; Nolan & Burder, 1997; Salmond & David, 2005) and 
community-dwelling older adults (Campbell et al., 2007). The ADAS has 16 items 
including four subscales: opportunity for treatment choices (4 items), impact of 
advance directives on the family (8 items), effect of an advance directive on 
treatments (3 items) and illness perception (1 item) (Nolan & Burder, 1997). This 
scale has good content validity and reliability with a coefficient alpha of .74, was 
developed based on a qualitative study of advance directive decision-making and was 
evaluated by a panel of experts which comprised doctorally prepared nurses, 
master’s prepared nurses and physicians in the areas of advance directive decision-
making. A statistician with expertise in instrument design served as a consultant 
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regarding the instrument development procedure (Nolan & Burder, 1997). In terms 
of scoring the items, item 7, 9 and 16 are reverse scored. Scores ranged from 16 to 64. 
Higher scores imply higher preferences for advance directives (Nolan & Burder, 
1997). In this study, the impact of advance directives on the family subscale (8 items) 
and effect of an advance directive on treatments subscale (3 items) were selected 
because they were consistent with the findings from the stage one study. Because this 
scale was developed for a patient population, the wording in the introduction was 
modified for this study. For instance, the original statement was that “the following 
statements concern what you think of end-of-life decisions that are made in a hospital 
and what you think about making your own end-of-life wishes known”. After 
changing the wording in the introduction, the statement became that “this section 
contains statements about documents called Advance Directives. An Advance 
Directive is a legal document that you can use to accept or refuse medical care, if you 
were unable to communicate or make decisions for yourself. We are interested in 
your thoughts and feelings”. This scale was measured using a 4-point Likert scale, 
ranging from 1=I strongly disagree to 4=I strongly agree, designed to determine the 
extent to which an individual values making choices about advance directives. In 
terms of scoring the items, item 3 and 5 were reverse scored. Scores ranged from 11 
to 44. Higher scores implied higher preferences for advance directives.   
 
Preferences for life-sustaining measures: Modified Emanuel Medical Directives 
(MEMD) 
There are a variety of scales used to measure people’s preferences for life-sustaining 
measures. These include the Life Support Preferences Questionnaire (LSPQ) 
(Coppola et al., 1999), Personal Desire for Life Support (Blackhall et al., 1999), 
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Emanuel and Emanuel Medical Directives (L. Emanuel & E. Emanuel, 1989; L. 
Emanuel, 1991; L. Emanuel & E. Emanuel, 1996), modified Emanuel Medical 
Directive (MEMD) (Schwartz, Merriman, Reed, & Hammes, 2004), five case 
vignettes (Zweibel & Cassel, 1989), three modified case vignettes (Ejaz, 2001), 
Preferences for Life-sustaining Treatments (Tang et al., 2005), Preferences for 
Mechanical Ventilation (Mendelsohn et al., 2002), and the Willingness to Accept 
Life-sustaining Treatments instrument (WALT) (Fried, Bradley, & Towle, 2002). 
However, thus far, not all of these scales have been determined to be reliable and 
validated instruments (Blackhall et al., 1999; Mendelsohn et al., 2002; Tang et al., 
2005; Zweibel & Cassel, 1989). Moreover, some scales are developed to address the 
particular purpose of a study and most scales have been used on the population of 
older adults and older patients only (Coppola et al., 1999; Ejaz, 2001; Fried et al., 
2002; Smucker et al., 2000; Winter et al., 2009; Zweibel & Cassel, 1989).   
 
The MEMD (Schwartz et al., 2004) was selected for this study to measure people’s 
preferences for life-sustaining treatments. This modified scale was based on the 
widely recognised Emanuel and Emanuel Medical Directive which was designed to 
measure preferences for life-sustaining treatments among patients, physicians and the 
general public, as well as to facilitate advance care planning by querying people’s 
preferences for life-sustaining treatments over a set of hypothetical health state 
scenarios that vary in prognosis and level of disability (Alpert, Hoijtink, Fischer, & 
Emanuel, 1996; Alpert & Emanuel, 1998; L. Emanuel & E. Emanuel, 1989; Emanuel, 
1991; Schwartz et al., 2004). It has also been used to test the relationship between 
preferences toward life-sustaining measures, personal attributes and personal 
experiences (Blackhall et al., 1999) and religious and spiritual orientations (Schwartz 
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et al., 2004). The original Emanuel Medical Directive with six different hypothetical 
illness scenarios, twelve treatment preferences and five global goals was tested and 
reported as being a reliable and validated tool in populations of patients, physicians 
and the general public. The inter-item reliability of the tool was high with Kuder 
Richardson-20 (KR-20) for outpatients (.98), physicians (.97) and the public (.93) 
(Alpert et al., 1996). The interrater reliability was .40 to .49 for determining 
utilisation of mechanical breathing, artificial hydration and antibiotics, and .86 for 
determining utilisation of cardiopulmonary resuscitation between two groups, 
patients and the public (Alpert & Emanuel, 1998). The original scale had good 
construct validity in relation to among specific treatment preferences, between 
treatment preferences and illness scenarios. External validity was also supported in a 
study of outpatients, physicians and the general public (Alpert et al., 1996; L. 
Emanuel & E. Emanuel, 1989).  
 
The modified scale is a short and streamlined version of the original Emanuel 
Medical Directive. The modified scale has four hypothetical illness scenarios 
(Situation A: coma, Situation B: incurable progressive disease, Situation C: end-
stage terminal illness, and Situation D: new serious medical problem), six treatment 
preferences (cardiopulmonary resuscitation, mechanical breathing, artificial nutrition 
and hydration, antibiotics, pain medications and hospitalisation) and four global 
treatment goals (from prolong life, treat everything to provide comfort only) 
(Schwartz et al., 2004). The modified version also has good reliability and validity. 
The internal consistency with situations across treatments was high with α=.85 for 
coma situations, α=.87 for incurable progressive disease situations, α=.84 for end-
stage terminal illness situations, and α=.88 for new serious medical condition 
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situations. Three-week test-retest stability was .73 for coma situations, .74 for 
incurable progressive disease situations, .69 for end-stage terminal illness situations, 
and .75 for a new serious medical condition (Schwartz et al., 2004). In terms of the 
internal consistency within treatments across situations, Cronbach’s alpha was .86 
for CPR, .88 for ventilator, .89 for artificial nutrition/hydration, .90 for 
antibiotics, .90 for pain medications, and .88 for hospitalisation (Schwartz et al., 
2004). Three-week test-retest stability was .78 for CPR, .79 for ventilator, .68 for 
artificial nutrition/hydration, .60 for antibiotics, .72 for pain medications and .71 for 
hospitalisation (Schwartz et al., 2004). The lower life-sustaining treatments 
preferences scores across situations were associated with global goals of care 
“provide comfort only”, compared to people who endorsed “prolong life, treat 
everything” (p<.0001), supporting the concurrent validity of the scale. Discriminant 
validity was also supported by examining the preferences for life-sustaining 
treatments in a hospice group and a non-hospice group (Schwartz et al., 2004).  
 
In this study, one hypothetical situation (Situation C: end-stage terminal illness) and 
four treatments preferences (cardiopulmonary resuscitation, mechanical breathing, 
artificial nutrition and hydration and antibiotics) were selected based on the purpose 
of this study. The global goal was not included for the population of city-dwelling 
adults as global treatment goals were more appropriate to be used to measure patients 
and physicians’ goals for treatments, instead of a sample comprising the general 
public (Alpert et al., 1996; Alpert & Emanuel, 1998). Due to culturally sensitive 
issues regarding the term “cancer”, the wording in the scale was slightly modified in 
this study. For instance, in the original scale, the situation was that “If I had a 
terminal illness like an aggressive and incurable cancer”. After the change of the 
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wording, the situation became that “If I had a terminal illness that could not be 
cured”. In addition, the sentence “but I were sometimes awake and seemed to have 
feelings” was removed to keep the hypothetical situation simple and accommodate a 
diverse range of comprehension levels in the general public.  In terms of scoring the 
items, situation preferences scores are created by summing across treatments within 
situation, with higher scores referring to desiring more life-sustaining treatments 
(Schwartz et al., 2004). Treatment preferences scores were created by summing 
across situation within treatment (Schwartz et al., 2004). Treatment preferences 
across situations were measured by a 4-point Likert scale, ranging from 1=I do not 
want, 2=I am undecided, 3=I want treatment tried. If no clear improvement stop, to 
4=I want (Schwartz et al., 2004). In this study, for situation preference scores, scores 
ranged from 0 to 12 with higher scores, indicating higher desire for life-sustaining 
treatments within situation. For treatment preferences scores, scores ranged from 0 to 
3, with higher scores indicating higher preferences within treatments.     
 
Preferences for palliative care: Hospice Attitudes Scale (HAS) 
Validated instruments for measuring people’s attitudes toward palliative care include 
the Attitudes Toward Hospice (Colón, 2007), Neonatal Palliative Care Attitude Scale 
(NiPCAS) (Kain, Gardner, & Yates, 2009), Long-term Care Hospice Attitudes Scale 
(LTC-HAS) (Dobbs, Hanson, Zimmerman, Williams, & Munn, 2006) and Hospice 
Attitudes Scale (HAS) (Johnson et al., 2008). However, most scales are designed to 
measure attitudes toward palliative care among health professionals (Kain et al., 
2009; Bobbs et al., 2006) and among specific ethnic groups (Colón, 2007).  
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The HAS questionnaire of Belief and Preference About End-of-life Care was 
selected for this study to measure preferences for palliative care (Johnson et al., 
2008). The questionnaire of Beliefs and Preferences About End-of-life Care was 
developed by Johnson et al. (2008) at the Duke University, Center for the Study of 
Aging and Human Development and Center for Palliative Care based on an extensive 
literature review, Healthcare System Distrust Scale, AARP North Carolina End-of-
life Care Survey, and the Hospice Barriers and Hospice Values Scales for the 
Community Survey (Johnson et al., 2008; Reese, Ahern, Nair, O’Faire, & Warren, 
1999). The HAS is designed to assess people’s attitudes toward palliative care 
(Johnson et al., 2008).This scale has been used to test the relationship between 
attitudes toward palliative care, use of advance directives, preferences for end-of-life 
care and communication among community dwellers (Johnson et al., 2008; Ruff et 
al., 2011). The HAS has good face validity and reliability. The scale was evaluated 
by a panel of end-of-life care researchers and clinicians (Johnson et al., 2008; Reese 
et al., 1999). The Cronbach’s alpha for this scale was .74. The scale with 8 items is 
measured by a 5-point Likert Scale, ranging from 1=strongly agree to 5=strongly 
disagree. Scores ranged from 8 to 40. Higher scores indicate more favourable 
preferences toward hospice care (Johnson et al., 2008).  
 
In this study, four items were added to the scale and the term ‘palliative care’ was 
modified for the Taiwanese context. For the four additional items, three items were 
adapted from the Community Attitudes Toward Palliative Care Questionnaire 
(Australian Government Department of Health and Ageing, 2006) and one item was 
adapted from the Long-term Care Hospice Attitudes Scale (Dobbs et al., 2006). Of 
those, two items were associated with emotional and social supports, one item was 
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associated with quality of care, and one item was related to common pain medication 
use in palliative care. After adding the four items, the scale had a total of 12 items 
which reflected core elements of palliative care by the World Health Organization 
(WHO, 2012), including psychosocial support (5 items), quality of care (3 items) and 
rapidity of death (4 items). In addition, as the term “Hospice Palliative Care” is 
officially used in Taiwan, the words “Hospice Care” and “Palliative Care” was 
replaced with “Hospice Palliative Care”. In terms of scoring the items, 4 items were 
reverse scored. Scores ranged from 12 to 60. Higher scores indicated more 
favourable preferences toward hospice care.  
 
4.4.5.2 Measurement of Independent Variables at Each Societal Level 
The following section presents the measures selected to assess a range of 
independent variables at four societal levels, cultural, community, interpersonal and 
intrapersonal, and the justification for the use of these measures. 
  
Cultural level: Asian Values Scale-Revised (AVS-R) 
Two scales measuring adherence to Asian values include the Asian Values Scale 
(AVS) (Kim et al., 1999) and the Asian Values Scale-revised (AVS-R) (Kim & Hong, 
2004). The AVS and AVS-R have been widely used to assess the relationship 
between adherence to Asian values and end-of-life decisions (Nakao, 2009), health-
seeking behaviours (Hamid, Simmonds, & Bowles, 2009; Sonomi, 2008), 
psychological well-being (Shim & Schwartz, 2008), substance use (Liu & Iwamoto, 
2007), and family conflicts among Asian populations, such as Chinese and 
Taiwanese populations (Haimd et al., 2009; Kim et al., 1999; Oei & Raylu, 2009; 
Kim & Hong, 2004). Kim et al. (1999) originally constructed the AVS with reported 
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evidence of the reliability and validity (36 items and a 7-point Likert scale) to 
measure one’s adherence to Asian values. In an attempt to improve the measurement 
quality of the scale, Kim and Hong (2004) used the Rasch Model to revise the AVS. 
As a result, the 25-item AVS-R with a 4-point Likert scale was established.  
  
The AVS-R was selected for this study to measure adherence to Asian values among 
Taiwanese city-dwelling adults. The AVS-R shows an acceptable reliability estimate 
of .80, which was similar to the estimates of .83 in AVS (Kim et al., 1999; Kim & 
Hong, 2004). The result of person-item map also suggested that the AVS-R is 
adequate to assess individuals at various levels of values adherence. A Pearson 
correlation coefficient of .93 (p=.000) between the AVS and the AVS-R suggested 
concurrent validity for the AVS-R scores (Kim & Hong, 2004).  According to Kim 
and Hong (2004), the outcome of the psychometric revision of the AVS-R is a more 
streamlined version of the AVS. The AVS-R also reflects various dimensions of 
Asian Values, which include conformity to norms, family recognition through 
achievement, emotional self-control, collectivism, humility and filial piety. The 
AVS-R contains 25 items (12 items were reverse scored) with a 4-point Likert scale, 
ranging from 1=strongly disagree to 4=strongly agree. Scores ranged from 25 to 100. 
Higher scores indicated high levels of adherence to Asian values (Kim & Hong, 
2004).   
 
Cultural level: Duke University Religion Index (DUREL)  
A variety of scales are used to measure the external and internal aspects of religions, 
known as “religious orientation” in the literature. Notably, these include the 
Religious Orientation Scale (ROS) (Allport & Ross, 1967), Intrinsic Religious 
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Motivation Scale (IRM) (Hoge, 1972), the Duke University Religion Index (DUREL) 
(Koenig, Parkerson, & Meador, 1997; Koenig & Büssing, 2010), and the Santa Clara 
Strength of Religious Faith Questionnaire-short form (SCSRF-SF) (Plante, Vallaeys, 
Sherman, & Wallston, 2002). To assess the religion-health relationship, one must 
attempt to measure both external and internal aspects of religions, such as external 
religious behaviours and affiliations, the motivation for religious beliefs and the 
nature and complexity of religious ideas and concepts (Clements, 1998; Koenig & 
Büssing, 2010). Among those religious orientation measures, DUREL was developed 
for use in epidemiological studies (N=almost 7,000) in clinical and community 
populations (Koenig et al., 1997; Koenig & Büssing, 2010). This scale has also been 
widely used to measure the religion-health relationship in Western, European and 
Asian countries (Koenig & Büssing, 2010; Liu & Koenig, 2013; Lucchetti et al., 
2012).  
 
In this study, religious commitment was measured by the DUREL, which is a brief 
five-item measure of religious involvement (Koenig et al., 1997; Koenig & Büssing, 
2010). This scale included three major dimensions of religiosity, including 
organizational religious activity (ORA), non-organizational religious activity (NORA) 
and intrinsic religiosity (or subjective religiosity) (IR). The ORA and NORA items 
were taken from large National Institutes of Health community and clinical studies 
conducted in North Carolina (Koenig & Büssing, 2010). The three items (IR) were 
extracted from Hog’s (1972) 10-item intrinsic religious motivation scale (IRM) 
which was based on the distinction drawn by Allport and Ross (1967) between 
extrinsic and intrinsic religious motivation. Intrinsics are individuals who seek to 
internalise their religious beliefs, to make those beliefs a central aspect of their life, 
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as well as to live out those beliefs in their life, whereas, extrinsics are those who are 
religious due to benefits they receive from being religious, such as security and 
solace, sociability and status in the community (Alloprt & Ross, 1967; Burris, 1999). 
In addition, in contrast to other religious measures, which are developed based on the 
Western religious context, items extracted from Hog’s IRM are applicable to a wide 
range of religious groups, and items in the IRM also correlate with Allport and 
Ross’s (1976) intrinsic-extrinsic scales (Alloprt & Ross, 1967; Bassett, 1999; Hog, 
1972; Koenig & Büssing, 2010). 
 
The overall DUREL scale has high test-retest reliability (intra-class correlation=.91) 
(Storch, Strawser, & Storch, 2004), and high internal consistency (Cronbach’s alpha 
=.91) (Storch et al., 2004). The DUREL and SCSRF-SF (Plante et al., 2002) total 
scores were significantly and robustly correlated (r=.86, p<.0001), supporting the 
concurrent validity of the DUREL (Storch et al., 2004). In terms of the IR subscale, 
Cronbach’s alpha was .75 for the three-item IR subscale which was also strongly 
correlated with Hog’s original 10-item IR scale (r=.85) (Koenig & Büssing, 2010). 
In this scale, ORA involves public religious activities, such as attending religious 
services or participating in other group-related religious activity, whereas NORA 
consists of religious activities performed in private, such as prayer and scripture 
study. IR assesses degree of personal religious commitment or motivation, and also 
involves pursuing religion as an ultimate end in itself (Koenig & Büssing, 2010). 
Koenig and Büssing (2010) suggested that the wording in the ORA and NORA 
subscales can be adapted to specific religious traditions. For instance, the word 
“church” could be replaced by “temple” or “mosque” for non-Christian samples. 
Likewise, the world “bible” could be replaced by “Torah” or “Koran” or “writings of 
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Buddha”.  In Taiwan, the common religious beliefs are of Buddhism, Taoism, 
Catholicism, Christianity and Confucianism. This study added the word “temple” 
and “altar” in the ORA item. The words “bible study” were then modified to 
“scripture study” in the NORA item. Scripture study in this context referred to all 
religious studies, such as bible scripture study, Buddhist scripture study, and 
Confucian scripture study. For instance, after adding the word “temple” and “altar” 
in the ORA item, the question became: “How often do you attend church/temple/altar 
or other religious meetings?” In the NORA, the question became: “How often do you 
spend time in private religious activities, such as prayer, meditation or scripture 
study?” The ORA and NORA items were measured by a 6-point Likert scale and the 
items in the IR scale were measured by a 5-point Likert scale, from 1=definitely not 
true to 5=definitely true of me. In the IR scale, the word “(i.e., God)” in item 1 was 
removed to avoid confusion for those with a Christian faith. Scores were then 
summed to create an overall score for each subscale (Koenig & Büssing, 2010).  
Scores ranged from 1 to 6 for ORA and NORA. Scores ranged from 3 to 15 for IR. 
Higher scores indicate higher extrinsic or intrinsic religious orientation.  
 
Community level: Community Resources Support  
This study focused on investigating the influence of mediating structures to which 
individuals belong. Taiwanese adults’ perceived level of resource support from the 
primary group to which they belong was measured. According to Gregson et al. 
(2001), community characteristics, such as environment and resources can be 
measured in surveys of community members’ perceptions. Five items were generated 
based on the results of the stage one study to measure city-dwelling adults’ perceived 
available resources regarding planning for end-of-life healthcare, including 
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healthcare services, neighbourhoods, voluntary organisations, churches and 
community centres. It was measured by a 5-point Likert scale, from 1=I strongly 
disagree to 5=I strongly agree. Scores ranged from 1 to 5 for each item. Higher 
scores in each item indicated higher level of resources support in healthcare services, 
neighbourhoods, voluntary organisations, churches or community centres.  
 
Interpersonal level: University of California, Los Angeles Social Support 
Inventory-Modified Version (UCLA-SSI-M)   
There are a variety of validated scales to measure different aspects of social support, 
such as social networks, social integration, relationship properties and interactions, 
perceived social support and enacted social support among specific populations such 
as workers, adolescents, older adults, healthy adults and patients (Gottlieb & Bergen, 
2010; Reis & Collins, 2000; Wills & Shinar, 2000). For instance, the Lubben Social 
Network Scale is best used as a screening tool for social isolation (Gottlieb & Bergen, 
2010; Lubben et al., 2006) and the ENRICHD Social Support Inventory (ESSI) is an 
excellent screening tool for perceived social support (Gottlieb & Wachala, 2007; 
Mitchell et al., 2003).  In this study, social support was limited to focus on actual 
social exchanges or interactions in which one person behaves in a manner to meet 
another’s needs, enacted social support (Dunkel-Schetter & Brooks, 2009). Validated 
instruments to measure actual social interaction notably include the Social 
Relationship Scale (SRS) (McFarlane, Neale, Norman, Roy, & Streiner, 1981), the 
Inventory of Socially Supportive Behaviours (ISSB) (Barrera, Sandler, & Ramsay, 
1981), 2-way Social Support Scale (2-Way SSS) (Shakespeare-Finch & Obst, 2011), 
Social Support Effectiveness Scale (SSE) (Rini, Dunkel-Schetter, Hobel, Glynn, & 
Sandman, 2006), University of California, Los Angeles Social Support Inventory 
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(UCLA-SSI) (Dunkel-Schetter, Feinstein, & Call, 1986; Schwarzer & Dunkel-
Schetter, & Kemeny, 1994) and the modified shortened version of the UCLA-SSI 
(Speed-Andrews, 2008). However, the majority of validated scales found in the 
literature are not designed to measure enacted social support in terms of social 
interactions regarding health-related choices (Barrera et al., 1981; McFarlane et al., 
1981; Rini et al., 2006; Shakespeare-Finch & Obst, 2011).  
 
Due to a lack of appropriate validated scales in the literature, the modified shortened 
version of the UCLA-SSI (Speed-Andrews, 2008) was used to measure social 
support for health-related choices. The UCLA-SSI is designed to measure social 
support needs, and the extent to which support is sought and received and 
satisfaction with that support (Dunkel-Schetter et al., 1986). The original UCLA-SSI 
includes three types of support (information, tangible assistance and emotional 
support), three sources of support (parents, friends and romantic partner) and three 
dimensions of support (quantity of supportive acts, quality of support and reciprocity) 
(Dunkel-Schetter et al., 1986; Schwarzer et al., 1994). In contrast to other measures, 
the UCLA-SSI uses 70 items, which can be altered to tailor to particular research 
domains, and items can be dropped to shorten the instrument based on research needs. 
Support for specific situations can also be assessed by altering the introduction of the 
inventory and question wording (Dunkel-Schetter et al., 1986; Schwarzer et al., 
1994). The UCLA-SSI was not designed as a completely standardised measure, 
however, it has been argued that each research problem and sample has its unique 
sources, types and dimensions of interest and the dimension subsets as well as the 
item content, which can be adjusted to the specific research context (Schwarzer et al., 
1994). Therefore, this instrument has been widely used and modified to tailor 
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specific research purposes in different health disciplines to assess the relationships 
between the multidimensional nature of enacted social support and health, such as 
substance use (Schifano et al., 2012), disclosure of disease condition (Fekete et al., 
2009), mental health (Gurung, Dunkel-Schetter, Collins, Rini, & Hobel, 2005; 
Schwarzer & Gutiérrez-Doña, 2005; Schwarzer et al., 1994), life satisfaction (Hirschi, 
2009), and health-care choices (Speed-Andrews, 2008).  
 
The modified shortened version of the UCLA-SSI has 20 items (Speed-Andrews, 
2008). The modified shortened version of UCLA-SSI includes two sources of 
support (formal and informal supports), three types of support (information, tangible 
assistance and emotional support) and two dimensions of support (quantity of 
supportive acts and reciprocity). Content validity was assessed by a group of experts 
in the area of health-related choices and support constructs. In terms of the internal 
consistency, the Cronbach’s alpha was .82 for the subscale of formal social support 
(family/friends/partner) and .89 for the subscale of informal social support (church) 
(Speed-Andrews, 2008). For the stability reliability, R was .88 for the formal social 
support subscale and R was .98 for the informal social support subscale (Speed-
Andrews, 2008). This study adopted the subscale of formal social support with 10 
items (family/friends/partner). The introduction of the scale and question wording 
was modified to planning for end-of-life healthcare to reflect the research purpose. 
The term “family/friends/partner” was modified to “this person” throughout the scale 
to obtain an accurate response regarding the specific person who is the closest to 
them, after participants were asked to specify which one of the categories the closest 
person would be. Within items, the period of time was also changed from past month 
to past 12 months. For instance, within the original formal support scale, one item 
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measures frequency of contact with the source in the past month. This is because a 
month would be too short for planning for end-of-life healthcare, whereas a year 
would be an appropriate period of time when participants are asked to recall the 
event of planning for end-of-life healthcare. In terms of scale measurement, this item 
was measured by a 6-point Likert scale from 1=less than 6 months to 6=every day. 
Nine items measured the amount of support desired for planning for end-of-life 
healthcare (3-items measure informational, tangible and emotional support), amount 
of support received (3-items measure informational, tangible and emotional support) 
and amount of support provided (3-items measure informational, tangible and 
emotional support). It was measured by a 5-point Likert scale from 1=never to 
5=very often. Responses to items within the scale were summed and the sum was 
then divided by the number of items to find the total mean scale score. A total mean 
scale score was calculated and scores for the source of support ranged from 10-51 
(Speed-Andrews, 2008). Higher scores indicated higher levels of social interaction 
regarding planning for end-of-life healthcare.  
 
Intrapersonal level: Collett-Lester Fear of Death Scale (CL-FODS 3
rd 
) 
There is a variety of fear of death scales in the literature. Many of the scales are 
unidimensional. The multidimensional fear of death scales include the original 
Collett-Lester Fear of Death and Dying Scale (CL-FODS), the revised Collett-Lester 
Fear of Death Scale (CL-FODS-R), The revised Collett-Lester Fear of Death Scale, 
third version (CL-FODS 3
rd
 ) (Lester, 1990, 1994; Lester & Abdel-Khalek, 2003), 
the Multidimensional Fear of Death Scale (MFODS) (Hoelter, 1979), 
Multidimensional Orientation Toward Dying and Death Inventory (MODDI) 
(Wittkowski, Ho, & Chan, 2011) and Death Attitude Profile-revised (Wong, Reker, 
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& Gesser, 1994). As fear of death is not a unitary construct and issues related to 
death and dying are complex, use of a multidimensional scale to measure various 
dimensions of fear of death is essential (Neimeyer, Wittkowski, & Moser, 2004; 
Tomàs-Sàbado, Limonero, & Abdel-Khalek, 2007). Collett and Lester (1969) also 
suggested that fear of death is a multidimensional concept that can have different 
causes, leading a person to react differently to the idea of death as a state and also to 
the process of dying. CL-FODS is one of the multidimensional classic instruments 
used in assessing people’s fear of death and dying, which is unique in that it 
distinguishes between death and the process of dying for both oneself and others 
(Tomàs-Sàbado et al., 2007). CL-FODS was originally introduced in 1969 (Collett & 
Lester, 1969) based on the idea that fear of death is a multidimensional concept. The 
scale was revised in 1990 to simplify the scoring system and to provide a more 
balanced number of items in each scale (Lester, 1990, 1994). A correction was made 
to this version in 2003, resulting in 28 items divided into four subscales (Lester & 
Abdel-Khalek, 2003).  
 
CL-FODS 3
rd
 was selected for this study to measure the relationship between fear of 
death and dying for both oneself and others and individual preferences toward end-
of-life care based on the results of stage one study. This revised scale has been 
widely used and validated in Western, Eastern and European countries (Abdel-
Khalek & Lester, 2004; Kolawole & Olusegun, 2008; Lester & Abdel-Khalek, 2003; 
Lester, 2004; Tomàs-Sàbado et al., 2007). It has also been used to test the 
relationship between religiosity and fear of death (Clements, 1998), and completion 
of advance directives (Peck, 2008). This scale differs from other fear of death scales 
by measuring four separate fears. These include death of self, dying of self, death of 
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others and dying of others. This scale has a total of 28 items with 7 items on each 
subscale and also has good reliability and validity with Cronbach’s alphas of .91 for 
death of self, .92 for dying of self, .88 for death of others and .92 for dying of others. 
The subscales scores are strongly inter-correlated, ranging from .44 to .71 (Lester & 
Abdel-Khalek, 2003; Lester, 2004). There is a high intercorrelation between the four 
subscales of the CL-FODS and Templer’s Death Anxiety Scale (DAS) (Temper, 
1970), supporting the convergent validity of CL-FODS (Abdel-Khalek, 2002). In 
Tomàs-Sàbado et al.’s (2007) study, its correlations with the Revised Death Anxiety 
Inventory (Revised DAI) (Tomàs-Sàbado, Gómez-Benito, & Limonero, 2005), were 
higher than those with the general anxiety scale, and the Kuwait University Anxiety 
Scale (KUAS) (Abdel-Khalek, Tomàs-Sàbado, & Gómez-Benito, 2004), supporting 
its discriminant validity. In this scale, the scores are summed together to create an 
overall score for fear of death and dying. In this study, it was measured by a 5-point 
Likert scale, ranging from 1=I am not disturbed or anxious to 5=I am very disturbed 
or anxious. The total score in each subscale ranged from 7 to 35, with higher scores 
denoting higher anxiety or fear about death or dying (Lester & Abdel-Khalek, 2003; 
Lester, 2004).  
 
Intrapersonal level: Knowledge about Services and Support at the End of Life 
Services and support at the end of life in this study included palliative care and 
advance directives services and support. Five items were developed based on the 
literature review (Department of Health Executive Yuan R.O.C Taiwan, 2009), the 
Knowledge Toward Hospice Palliative Care Questionnaire (Hsu et al., 2012) and 
Level of Knowledge About Palliative Care Questionnaire (Australian Government 
Department of Health and Ageing, 2006) used in community-based study in Taiwan 
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and Australia. For this study, five items were designed to assess city-dwelling adults’ 
self-rated level of knowledge about palliative care, advance directives, living will, 
durable power of attorney for health care and endorsing do-not-resuscitate (DNR) on 
the National Health Insurance Integrated Circuit (NHI IC) card. In terms of palliative 
care, for instance, one item was “How would you describe your level of knowledge 
about hospice palliative care?” It was measured by a 4-point scale (1=I know what 
hospice palliative care is and could describe it, 2=I know a little about hospice 
palliative care, 3=I hear the term but don’t really know what it means, 4=I have 
never heard of hospice palliative care). All items were reverse scored. Scores ranged 
from 1 to 4 for each item. Higher scores indicated a higher level of understanding of 
hospice palliative care, advance directives, living wills, durable power of attorney for 
healthcare and endorsing DNR on the NHI IC card.  
 
Intrapersonal level: Personal Attributes 
Age was measured using an ordinal scale (age in years). Gender was measured by a 
categorical scale (1=male, 2=female). Education level was measured by a categorical 
scale (1=primary school, 2=junior high school, 3=senior high school, 4=college, 
5=undergraduate degree, 6=masters’ degree, 7=PhD degree and 8=others). 
Employment status was measured by a categorical scale (1=employed, 
2=unemployed and 3=retired). Marital status was measured by a categorical scale 
(1=single, 2=married, 3=divorced/separated, 4=de facto and 5=widowed). Religious 
affiliation was measured by a categorical scale (1=Buddhism, 2=Taoism, 
3=Catholicism, 4=Christianity, 5=Confucianism, 6=no affiliation and 7=others).   
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4.4.6 Instrument Translation  
The selected instruments were in English and were then translated into Traditional 
Chinese and back-translated into English by a second bilingual person. Then, the two 
English versions were compared (Knight, Roosa, & Umaña-Taylor, 2009). Firstly, 
the selected scales were translated by a professional translator from the T-United 
translation service, Taipei City, Taiwan who conducted forward translation (from 
English to Traditional Chinese). Prior to the translation, the researcher had a 
discussion with the translator to ensure that the consistency of terms and the use of 
words with the closest meaning were made throughout the questionnaire. After that, 
two bilingual PhD students at QUT with cancer nursing and end-of-life nursing care 
backgrounds examined the appropriateness of wording and the congruence of 
conceptual meanings between the Traditional Chinese and English versions of the 
scales. Two Taiwanese people were also invited to check for the clarity and 
adequacy of wording in the Chinese version. A minor change was made according to 
the feedback from those reviewers.   
 
The back-translation was then conducted, translating the Traditional Chinese 
language back to English by a second professional translator, who had not seen the 
original English version, to avoid interference. This professional translator was from 
Transglobe translation service, Taipei City, Taiwan. Finally, the two English 
versions were compared. As there was a minor discrepancy between the two English 
versions, a review team approach was used. According to Knight et al. (2009), the 
review team approach can help establish semantic equivalence. This is because by 
using a review team approach, the group can work together to determine the most 
appropriate meaningful translation. In this study, the team consisted of two experts in 
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the content area, a language adviser and the researcher who was bilingual, to evaluate 
the measures. The team worked together to review the differences between the 
original and back-translated versions. The meaning of the translation and the use of 
the words were also discussed. As a result, the original and back-translated versions 
demonstrated a satisfactory level of equivalence. The discrepancy between the two 
English versions was due to the nature of language translation, such as use of words 
and sentence structures. For instance, in Chinese, the words “study” and “learning” 
are often used interchangeably to express the meaning of learning things, such as 
knowledge. Using item 9 as an example in the AVSR, the original language was that 
“one should consider the needs of others before considering one’s own needs” 
compared to the back-translated language, which was that “one should first consider 
the needs of others and then one’s own needs”.  Only minor changes were made to 
improve clarity and adequacy of the wording to ensure that the translation was 
appropriate and meaningful. The Chinese version questionnaire was then finalised 
for the pilot test.  
 
4.4.7 Data Collection Procedures  
The data collection procedures include two phases, pilot study and cross-sectional 
survey. The pilot study is presented in Section 4.4.7.1. This is followed by a 
description of the cross-sectional survey in Section 4.4.7.2.  
 
4.4.7.1 Phase One- Pilot Study 
The purpose of this pilot study was to assess feasibility of proposed recruitment 
strategies, to estimate likely response rates and to test the reliability of modified and 
translated instruments. A pilot study has numerous purposes, such as developing and 
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testing the adequacy of the research instrument, assessing the feasibility of a full 
study and designing and testing the protocols for the larger study (Connelly, 2008; 
Fain, 2010). Returned questionnaires were also carefully checked, to see if there 
were a lot of missing values in one particular scale and if there were additional 
comments written on the questionnaires. This pilot study also ensured the 
questionnaire was comprehensible and appropriate and that questions were clearly 
understood by participants (Lancaster, Dodd, & Williamson, 2004).  
 
The literature suggests that a convenience sample may be used in the pilot study, 
while a more representative sample is planned for the larger study (Connelly, 2008; 
Jairath, Hogerney, & Parsons, 2000). In this study, the pilot study was conducted 
using a convenience sample of city-dwelling adults over 20 years old in one 
community area in Ping Tung City in the south region of Taiwan. The coordinator of 
one community area assisted with the distribution and collection of letters and 
questionnaires for the researcher. Because of the sensitive issues regarding end-of-
life preferences to be explored in this study and the potential for emotional distress, a 
set of pre-letters and a recruitment flyers (Appendix E) were sent to a convenience 
sample of 100 adults, aged over 20 years old, who were selected by the coordinator 
of one community from a list of people living in Ping Tung City, a community with a 
population of 3332 people. The selection of those 100 city-dwelling adults involved a 
convenience sampling approach. That is, the coordinator selected people known to 
him because they had frequent contact with him and because they lived nearby in the 
community. The information informed participants of the study and the topics 
covered to offer them the opportunity to decline to participate by either returning a 
non-participation form or not completing the questionnaires. They were also 
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informed that participation was entirely voluntary. As a result, 6 non-participation 
forms were returned after about two weeks. An information sheet and questionnaire 
(Appendix F) was then sent out to the 94 individuals who did not return the non-
participation form. Of these, a total of 30 questionnaires were completed and 
returned.    
 
4.4.7.2 Phase Two- Cross-sectional Survey 
A voluntary strategy was used to recruit participants. With the assistance of officials 
within the registry of City Government in Taiwan, a pre-letter and a recruitment flyer 
(Appendix E) was sent in advance of the questionnaires to a random sample of 2000 
city-dwelling adults who were over 20 years old and lived in Ping Tung City . Adults 
were told that if they did not wish to participate in the study, they could either return 
a non-participation form or not complete the questionnaires. A total of 691 non-
participation forms were returned within 3 weeks. An information sheet and 
questionnaire (Appendix F) was then sent out to those who did not decline to 
participate by returning non-participation form (n=1309). A total of 474 valid 
questionnaires were returned.  
 
4.4.8 Data Analysis Plan  
Pre-analysis phase  
The data preparation procedures involved data entry and data cleaning. A coding 
manual, which listed information about each variable and codes associated with the 
values of the variables, was developed. Missing data was coded as -1. All data from 
questionnaires completed by participants were entered into a SPSS data file 
(Statistical Package for the Social Science version 19.0). Coding errors were assessed 
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by verification entry. Due to the large datasets (n=474) in this study, coding errors 
were assessed by re-entering a random selection of 10% (48 copies) of the total cases 
in a separate data file and comparing the results between the original and verified 
datasets. The accuracy of data entry was also checked through a series of frequency 
analyses. Consistency checking on the original source was also performed during 
data entry. The amount of missing values was estimated by performing Missing 
Values Analysis (MVA, SPSS version 19.0). Detailed information regarding missing 
data strategy is presented in Section 6.4.  
 
Analysis phase  
Descriptive analysis was used to describe the characteristics of participants, 
including age, gender, religion, education, employment and marital status, and to 
describe the level of preferences for end-of-life care and proposed factors at each 
societal level. Correlation tests were also used to determine whether there were 
relationships between the proposed predictors (Asian values, religious commitments, 
community resources, social interactions, knowledge about end-of-life services and 
support and fear of death and dying) and outcome variables (preferences toward end-
of-life communication, advance directives, life-sustaining measures and palliative 
care). Independent-samples t-tests were used to compare gender differences in 
preferences toward end-of-life communication, advance directives, life-sustaining 
measures and palliative care. Internal consistency of the scales was assessed using 
Cronbach’s alpha.  
 
In addition, hierarchical multiple regression analysis was used in this study. Multiple 
regressions analysis is commonly used in social ecology research to understand 
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multifactor effects on the various behaviours, including use of advance directives 
(Jordan, 2010), adolescent pregnancy and parenting (Raneri & Wiemann, 2007), 
alcohol consumption and alcohol dependence (Vantamay, 2009; Yu & Stiffman, 
2007), illness management (Naar-King, Podolski, Ellis, Frey, & Templin, 2006), 
perception of unsafe schools (Hong & Eamon, 2012), and influenza vaccine uptake 
(Kumar et al. 2012). A numbers of studies have also used hierarchical multiple 
regression to understand the hierarchical importance of different social ecological 
levels of factors on use of behaviours such as advance directives and end-of-life 
communication (Ko, 2008), active commuting patterns (Bopp, Kaczynski, & 
Campbell, 2013), substance abuse and child neglect (Cash & Wilke, 2003) and 
subjective well-being (Morgan et al., 2011).  
 
This study used hierarchical multiple regression analysis to estimate how a set of 
variables explained the proportion of the variance in the dependent variables and to 
examine the relative predictive importance of independent variables at different 
societal levels. This study aimed to capture the additional effect of variables at 
cultural, community and interpersonal levels above and beyond the effect of 
variables at the intrapersonal level on preferences for end-of-life care. In another 
words, hierarchical multiple regression analysis was used to examine whether 
additional variables at cultural, community and interpersonal levels yielded 
predictive capacity above and beyond variables at intrapersonal level. Demographic 
factors in this study were also treated as covariates in the regression model. Nominal 
demographic variables were dummy-coded prior to being entered into the regression 
model in step one to control its effect. The process of dummy-variable coding is 
presented in Section 6.8. In the model, a set of independent variables were entered 
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into the regression equation in blocks with the order based on the theoretical 
assumptions of social ecology in this study. That is, independent variables which 
were found to be statistically significant (p<.05) based on the results of bivariate 
analysis were selected and entered into regression equation in blocks in the order of 
intrapersonal level (step one), interpersonal level (step two), community level (step 
three) and cultural level (step four). The process for selecting independent variables 
for each research question is described in Section 6.9. 
 
4.4.9 Ethical considerations for the Second Stage Study 
An approval letter was obtained from the City Government, which is the official 
registry for managing electoral rolls in Ping Tung City (Appendix A). Ethical 
clearance was also obtained from the Human Research Ethics Committee (HREC) of 
Queensland University of Technology (Appendix B).   
 
In this study, participation was voluntary. Due to the sensitive issues regarding end-
of-life care preferences being explored in this study and the potential for emotional 
distress, pre-letters and recruitment flyers were sent to city-dwelling adults in 
advance of the questionnaires. The information informed city-dwellings adults of the 
study and the topics covered and also offered them the opportunity to decline to 
participate by either returning a non-participation form or not completing 
questionnaires. Those who chose to participate were fully informed about the nature 
of the study, such as benefits and potential risks of participation in this study, and 
they were also informed that there was no comment or penalties for withdrawing 
from this study. During or after the completion of the questionnaire, if any 
participant experienced emotional distress, the protocol allowed for them to be 
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encouraged to contact the appropriate counselling services with relevant information 
provided in the information sheet. As in study one, these services included the Life 
Line Association, Ping Tung which offers a free counselling service. Participants 
who preferred were also informed they may wish to consult a psychologist by going 
to the nearest psychologist clinic. There are three hospitals with psychology clinics in 
Ping Tung City including Pingtung Christian Hospital, Paochien Hospital and 
Department of Health Executive Yuan Pingtung Hospital and relevant details were 
provided. They were also informed that no identifying information was included in the 
survey. All comments and responses were treated confidentially. No information which 
could identify participants was reported to the government or will be made public. 
Participants were informed that all information collected would be used only for 
research purposes and would be held in the strictest confidence. All collected 
questionnaires were thus non-identifiable and were kept in a secure locker with a key 
which could only be accessed by the researcher.  
 
4.5 Summary  
This chapter introduced the research methodology and methods for this two stage 
study. Qualitative and quantitative approaches were adopted to investigate end-of-
life issues pertaining to the research questions. A discussion of the methodological 
foundations and a description of the implementation of research methods for the first 
and second stage studies was presented. Chapter 5 provides the results of the first 
stage study in detail. The categories or concepts which were generated from the 
interviews were revealed to inform the second stage study. The results of the second 
stage study are presented in Chapter 6. 
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CHAPTER 5 
 RESULTS FOR FIRST STAGE STUDY 
 
5.1 Introduction 
This chapter presents the findings of the interviews conducted with sixteen 
participants that sought to explore experiences of and preferences for end-of-life 
(EOL) care, and the influence of broader cultural, social and contextual factors on 
individual preferences for end-of-life care in the Taiwanese social context. Six 
themes generated from the study included: personal preferences for end-of-life care, 
personal experiences of end-of-life care, social, cultural and religious aspects, 
professional and community resources, perceptions about services at the end of life 
and personal attitudes toward death and dying. This chapter starts by providing a 
summary of participant characteristics in Section 5.2. The major theme, personal 
preferences for end-of-life care, is presented in Section 5.3. Other themes which were 
identified as factors which shaped an individual’s preferences about end-of-life care 
are described in Section 5.4. This chapter finishes with a summary in Section 5.5.        
 
5.2 Interview Participants  
A total of sixteen city-dwellers were recruited and interviewed. Five were male and 
eleven were female, with eleven being married/de facto, three being single and two 
being divorced/separated. The majority of participants were still employed, with two 
being retired. Approximately one third of participants held higher education 
qualifications in various disciplines. Four participants had masters’ degrees, two had 
PhD degrees, with others having senior high school, college and undergraduate 
qualifications. Only two participants had no religious affiliation, whereas the others 
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identified their religions as Buddhism, Taoism, Christianity and Confucianism. The 
demographic characteristics of participants are detailed in Table 5.1 
 
Table 5.1 Demographic Characteristics of Interview Participants 
Characteristics  Sample 
Gender   
   Male  5 
   Female 11 
Age group  
   25-34 3 
   40-49 7 
   50-59 3 
   60-69 3 
Employment status  
Employed 14 
Retired 2 
Marital status  
Single 3 
Married 10 
De facto  1 
Divorced/Separated 2 
Education level   
   Senior high school graduate 3 
   College graduate 3 
   Bachelor graduate 4 
   Masters graduate 4 
   PhD graduate 2 
Religious affiliation   
   Buddhism  6 
   Taoism 3 
   Christianity  4 
   Confucianism  1 
   No affiliation  2 
 
 
In the following sections, the themes, comprised of various categories and 
subcategories, are listed. Each theme and category is explained and supported by 
selected extracts from the interview data.  
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5.3 Personal Preferences for End-of-life Care 
The major theme generated from the interview data was that of personal preferences 
for end-of-life care. This theme included dimensions relating to preferences for end-
of-life communication, preferences relating to preparation for the end of life and 
preferences relating to maintenance of quality of life (QOL) (see Table 5.2). The 
following sections present the subcategories of data, which were generated from the 
interviews relating to these preferences.  
 
Table 5.2 Theme and Categories relating to EOL Preferences 
Theme Categories  Subcategories 
Personal preferences 
for EOL care 
 
 
Preferences relating to 
EOL communication 
 
 
 
Preferences relating to 
preparation for EOL  
 
 
Preferences relating to  
maintenance of QOL 
 The importance of timing  
 Being optimistic 
 Providing specific information 
 Involving support persons 
 
 Addressing financial and 
funeral matters  
 Clarifying healthcare choices 
 
 Maintaining physical comfort 
 Maintaining emotional 
comfort 
 Living a meaningful life 
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5.3.1 Preferences relating to End-of-life Communication 
In this study, substantial variation about preferences for end-of-life communication 
was found between individuals in terms of timing, optimism, content of 
communication, and involvement of support persons.  
 
5.3.1.1 The Importance of Timing  
The results in this study highlighted the importance of timing when discussing end-
of-life issues. Some participants described how they preferred to talk about end-of-
life healthcare wishes with their loved ones or significant others as a routine part of 
daily life. Participant G, who was a single mother, and had an organ donation card, 
commented that she often talked to her daughter about her preferred healthcare 
choices:  
I have always said to my daughter, after she got in junior high school… I 
said to her that if one day mom dies from an accident, the first phone call 
you have to make isn’t to your grandmother, is to 13Tzu Chi. This is 
because I have signed organ donation in Tzu-Chi… My kids then asked 
what it’s like in Tzu-Chi? I talked about the process of organ donation to 
them because I know what organ donation is like. [Participant G] 
 
In contrast, others expressed a preference for open communication but that it should 
be discussed at the right time. For example, some participants noted that they were 
still young, with good health status, and that discussions about dying were not 
relevant at this time. Participant A, who was in her early 30s, noted, “I shouldn’t talk 
about it since I am still young”. Likewise, Participant I, who considered herself to be 
in good health status, expressed her preferences for end-of-life discussion at a time of 
poor health status so that the right choice could be made:  
                                                 
13
 Tzu-Chi: A Buddhist Compassion Relief Tzu-Chi Foundation in Taiwan.  
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It hasn’t happened to me. I can assume what I would like, when it 
happens to me. However, I am still in good health status now. I am not 
sure that will I be able to accept it when I become ill. [Participant I]  
 
McDonald et al. (2003) suggested, in a study about communicating end-of-life 
preferences, that the factors that promote people’s end-of-life discussion with other 
people include aging and illness. In the present study, the data indicate that people 
prefer to discuss end-of-life issues at certain preferred time points.  
 
5.3.1.2 Being Optimistic  
The importance of being optimistic in communication about end-of-life issues was 
evident in the interview data. For example, participants described how they preferred 
to talk with positivity and hope. Participant I commented that if she was going to be 
truthful, she preferred to do so in a positive way: 
Personally, it’s hard for me to speak out. Especially if I know he is 
dying… I couldn’t discuss this issue with him. It makes it even harder for 
me to tell the truth, if he is someone I really love. I prefer to let him know 
he is still energetic rather than to tell him he is dying. [Participant I]   
 
Another participant further expressed the importance of being optimistic in 
communication between family members and health professionals while discussing 
end-of-life issues:  
When health professionals tell him, actually, I feel it’s better to tell him 
with positivity and not tell him that you only have few months left to live. 
This is because actually at the terminal stage of cancer, it all depends on 
the person’s mood and willpower in order to live longer. If the person 
knows about the truth of his deteriorating health condition or not having 
many days left, he would be really worried. [Participant O] 
 
The extracts above illustrate that people often prefer to be optimistic when discussing 
end-of-life issues with their loved ones, and that they also expect health professionals 
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to take this approach when it comes to end-of-life communication. In a study by 
Lapine et al. (2001), Chinese families reported that they felt a strong obligation to 
protect their loved ones from unnecessary worry and they tended to prevent health 
professionals from breaking the bad news to their loved ones. Indeed, discussing 
unfavourable news is a challenging and emotionally charged process. The impact of 
hearing news about cancer can be devastating, as the diagnosis immediately raises 
fears of  incurability, debilitating treatments, decreased quality of life and the aura of 
death (Chiu et al., 2006). However, the present study also uncovered that when it 
comes to end-of-life communication for themselves, people often preferred to be 
informed of specific information relating to diagnosis, prognosis, treatments and 
outcomes, but that this information should be framed in positive ways. Such 
preferences are likely to be influenced by people’s fear of causing emotional distress 
and the belief that disclosure of unfavourable news would have a negative impact on 
their loved ones.  
 
5.3.1.3 Providing Specific Information  
While participants described preferences for optimism in communication about end-
of-life issues, some also noted the importance of providing specific information to 
meet their need for information and reassurance. For example, participants expressed 
their preference for being provided with specific information associated with disease 
related symptoms, treatment plans and results. Participant A expressed her 
preference for discussing treatment plans and results so that she could make an 
informed decision:  
[Tell me] what’s the goal for medical treatment, followed by the benefit 
of the treatment. In this way, I can choose whether to receive the 
treatment or not, since some treatment serves just temporary medical 
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relief. The treatment may comfort the patient but may not cure the 
disease. If I have the choice to die peacefully, then I can refuse the 
treatment. [Participant A] 
 
In a study by Parker et al. (2001), participants rated the content of the consultation as 
the most important aspect of end-of-life discussion, whereas they rated supportive 
aspects as less important. In this study, participants expressed their preferences for 
health professionals to be honest, in order to have time to plan things before they 
died. Below is an example given by Participant N, who indicated her preference for 
being told the truth, so that she could complete unfinished business prior to death:  
I would like the truth to be told because I could know how much time is 
left for me. I could then arrange to do things I really want to do, or to 
complete unfinished business. I would like to quickly complete these 
things before I die. [Participant N]  
 
The data illustrate that although the disclosure of truth to loved ones could be an 
issue for some participants, and that they often preferred communication to be 
optimistic, they still preferred to be provided with specific information and open 
disclosure from health professionals. They commented that this would allow them 
time to cope with and accept the truth, to make decisions, and to plan for their 
remaining time before death. McDonald et al. (2003) suggested that, on average, 
participants in their study considered that being open and honest in end-of-life 
communication, helped discussions about end-of-life issues. In their study, Payne, 
Burton, Addington-Hall, and Jones (2010) also identified the importance of honesty 
as the basis for evaluating potential future recovery, and the ability to comprehend 
the likelihood of impending death. These examples highlight the importance of 
content in end-of-life communication.  
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5.3.1.4 Involving Support Persons 
It has been suggested that having someone else facilitate the discussion played an 
important role in end-of-life discussions (McDonald et al., 2003). In this study, the 
importance of involving support persons in the end-of-life communication was 
emphasised. This included significant others, doctors or nurses and social workers. 
For instance, Participant B described why she preferred to involve significant others 
when discussing sensitive end-of-life issues:  
It’s better to have someone who you know. Yeah, if it’s someone you 
don’t know, you wouldn’t have the feeling. Yeah, if today it’s someone 
you know, the person comes to talk to you about it. The person would 
find it much easier to understand your needs. [Participant B] 
 
Participants emphasised that it is important for health professionals to initiate 
discussions about sensitive issues in the presence of family members provided this is 
what the patient wants. They also commented on the importance of emotional 
support from health professionals in end-of-life communication. Participant G, who 
had experienced her father’s cancer journey, discussed why, if given a choice 
between two doctors, one of whom had a score of 100 for professional knowledge, 
and the other a score of 80 for professional knowledge, but who was a compassionate 
listener, she would prefer to choose the latter: 
We would rather choose the latter with 80, not the former with 100…You 
have to put yourself in other people’s shoes and to listen with your heart; 
regardless of whether you are a doctor, if you don’t listen, there would be 
no difference between you and a dictatorial parent. [Participant G] 
 
In their study, Kwak and Salmom (2007) reported that many participants strongly 
advocated for health professionals initiating the conversation about end-of-life care. 
This highlights that the role of health professionals in the process of end-of-life 
discussion is of paramount importance.  
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5.3.2 Preferences relating to Preparation for the End of Life  
Preferences relating to communication regarding preparations for the end of life were 
also discussed during the interviews. These discussions addressed issues relating to 
financial and funeral matters and clarifying healthcare choices. 
 
5.3.2.1 Addressing Financial and Funeral Matters 
Participants in the study described how they had addressed financial and funeral 
matters in preparation for the end of life. Some individuals also stated their preferred 
methods for addressing these matters. Participant M noted: “importantly, the 
financial matter has to be addressed in detail, including the assets and loans”. Where 
participants had prepared a will, it was noted that some of them had addressed 
financial matters in their will because they did not want to die without any 
preparation of legacy arrangements for their families. Participant N talked about why 
she had addressed financial matters in her will:  
I don’t want to die without preparation or arrangement. There are 
expected and unexpected accidents in our life. I am more afraid of the 
unexpected accidents. That is, I die with no time to tell and arrange many 
things; I die suddenly, even leaving my family with question of where I 
hide my money. [Participant N] 
 
Others pointed out the importance of having life insurance. For those individuals, 
preparation for unexpected events was important. In addition, some addressed 
funeral matters in their wills. Participants expressed that they would like to document 
their preferred method for burial after death in their will, which included sea burial, 
tree burial and cremation in a temple. This is consistent with Pautex, Notaridis, 
Déramé, and Zulian’s (2010) study, which suggested that funeral wishes are one of 
the preferences that people like to address in their wills. Participant A expressed that 
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she preferred to have her ashes in the temple: 
I hope my cremated ashes will be put together with that of my husband in 
a temple. In this way, my children don’t need to pay respects at my tomb. 
For me, tombs will bother our children a lot since they have to do the 
weeding and gather together within one day to visit the grave every year. 
[Participant A]  
 
These extracts illustrate that some people prefer to address financial and funeral 
matters in their wills or in the form of insurance, as this can help to prepare for the 
unexpected, as well as create less burden for their families. Accordingly, Fan (2000) 
stated that in the Chinese culture, people believe obligation for one’s family to be 
part of their social norms. Such social norms can guide the behaviours of a relatively 
large group of people.  
 
5.3.2.2 Clarifying Healthcare Choices  
In this study, preferences relating to clarification of healthcare choices were 
discussed by participants. These discussions addressed issues such as, having a living 
will, appointing a healthcare attorney and signing an organ donation form. In the 
interviews, participants talked about how and why they clarified their healthcare 
choices for the end of life. Participant L, who believed in happiness in life, talked 
about how and why he addressed his wishes in relation to not prolonging life in his 
living will:   
We’ve all got it written down… I told my two daughters. I said if the 
doctor pronounces my life can’t be revived… just let me die in the 
natural way, no tracheotomy, and even no electric shock. Just let me die 
with happiness. [Participant L] 
 
Other participants explained that in their wishes, they had noted preferences such as 
giving up medical treatments, or treatments that would prolonged their life, in the 
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event of irreversible terminal illness and incurable diseases. In their study, Kim et al. 
(2012) suggested that, on average, participants did not want to receive 
cardiopulmonary resuscitation, an intravenous injection or tube feeding, when there 
was no hope of recovery and death was imminent.  
 
However, not all of the participants in this study clarified their healthcare choices for 
the end of life by having a living will or appointing a healthcare proxy. Reasons for 
this included: feeling unable to predict future preferences accurately; not having the 
moral authority to make decisions for a future self; and not wanting to cause distress 
to families. This was despite acknowledgement that a living will would help them to 
make a competent decision about what they want to happen when they were not in a 
competent health status. Participant B noted: “this is because you can make the 
decision yourself, while you are still alive.” Participant C also commented on this 
perspective:  
Advance directives, I think we should have, that is, if we have the ability 
to make the decision, we can make the best decisions; of course, to make 
good decisions in advance. If you say, let others make decisions for you, 
the decision may not be your preferences. I feel it seems more humane, if 
you make the decisions on your own. [Participant C] 
 
The literature suggests that advance directives allow competent patients to record the 
nature and kind of medical procedures they want to have implemented in their care 
and to appoint healthcare proxies in the event of future incapacitation (Braun et al., 
2001; Pautex et al., 2010). Such documents can also be vehicles for in-depth and 
ongoing discussion among health professionals, individuals and families (Pautex et 
al., 2010), and can also provide guidance for family and health professionals for end-
of-life care. In this study, participants who expressed their willingness to address 
their healthcare wishes in a living will, talked about how these wills would be a 
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guide for their family and ensure that their decisions would be respected:  
Family would have a guide or family would know [what to do] when 
they see the [advance] directive. At that moment… family would be 
really confused and may have variations, and whatever decisions may 
hurt. However, if there is an advance directive, at least, family would 
have no words, only respect the decision. [Participant J] 
 
It is suggested that living wills or other forms of comparable instruments are 
essential to guide end-of-life decision-making in the event of being incapable of 
making decisions (Kim, 2011).  
 
5.3.3 Preferences relating to Maintenance of Quality of Life 
Preferences relating to maintenance of quality of life were emphasised as important 
in this study. These preferences included: maintaining physical comfort, emotional 
comfort and living a meaningful life. The following sections discuss personal 
preferences for maintaining quality of life at the end of life.  
 
5.3.3.1 Maintaining Physical Comfort 
In this study, preferences for maintaining physical comfort rather than living with 
physical inability and relying on life-prolonging machines at the end of life were 
emphasised. Participants in the interviews expressed that if life was irreversible and 
death was imminent, they preferred to live a life without physical distress rather than 
being intubated, resuscitated and ventilated. Participant A noted: “it’s better to die 
than to torture.” Similarly, Participant O also expressed: “personally, I don’t want to 
suffer from the physical agony, yeah, because even if I am intubated, how long my 
life can be prolonged?” 
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Participants further expressed how their preferences were shaped by their personal 
experiences of their loved ones’ suffering at the end of life. Participant I, who 
experienced her uncle’s suffering, talked about why, if the death was imminent, she 
preferred to die without physical distress rather than to be intubated. She noted: “if 
my life requires intubation to sustain, I wouldn’t want to… I feel that I would be in 
agony, as well as my family.” Another example was given by Participant H who had 
a distressing experience of the resuscitation of a loved one:   
Looking at those elder people going through such pain, I compared it 
with my pain, and it was really a great pain. I don’t want to have the 
treatment that can’t make me recover, but just make me suffer much pain. 
It will be better to give that up. [Participant H] 
 
However, some participants stated that if there was a cure for the disease, with good 
prognosis and family support for pursuing curative treatments, they would still prefer 
to receive curative treatments or life prolonging treatments. Accordingly, in Kwak 
and Salmom’s study (2007), half of the participants stated that they would still 
pursue curative treatments, whereas in Matsui and Braun’s (2009) study, the majority 
of participants refused to be resuscitated and to receive artificial ventilation and 
nutrition. This indicates that people’s preferences for life-sustaining measures can 
vary from person to person.  
 
Furthermore, preferences about palliative care at the end of life, which can alleviate 
unpleasant symptoms, and physical discomforts at the terminal stage of illness were 
highlighted in the interviews. One-on-one home-based care to accommodate physical 
needs at the end of life was also often mentioned. Participant B noted in the 
interview: “I don’t want to go to hospital. If a one-on-one home care [palliative care] 
service can be provided, it would be much better.” The data indicate that maintaining 
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physical comfort is considered to be an essential part of end-of-life care.  
 
5.3.3.2 Maintaining Emotional Comfort 
Preferences for maintaining emotional comfort at the end of life were also described 
in the interviews of this study. Participants in the interviews expressed their 
preferences for having end-of-life palliative care because it could accommodate their 
emotional needs. Participant E noted: “this is because I know that it can make you 
feel happy before you pass away, at least.” Participant M also talked about why, if 
the disease was terminal, she preferred to have care which did not just accommodate 
physical needs, but also emotional needs:   
I feel it’s really important to have ultimate support in terms of physical 
and emotional aspects. This is because at the terminal stage of life, the 
physical pain can’t be described and expressed in words. In addition to 
pain and medications for your pain relief, emotional and spiritual comfort 
can help you to go through the last journey of life. [Participant M]  
 
Participants further emphasised their preferred method of maintaining emotional 
comfort was to have home-based care, because they felt a sense of belonging and 
could be surrounded with a happy atmosphere. Participant L talked about why he 
preferred to choose home-based care: 
I still prefer to stay in my own house, not going there, because it’s not 
good for my emotional well-being. When I see everyone suffer, I suffer 
emotionally too. When I see everyone laugh, I laugh in the heart too. 
However, in that place, can you see everyone laugh? It’s impossible, 
right? [Participant L] 
 
Home was often considered the optimal place for end-of-life care due to the 
importance of a sense of belonging at home. For those who preferred to have home-
based care for themselves, support for home-based care for their loved ones was also 
noted. Participant L expressed that he chose home-based care for his mother who 
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was in the terminal stage of cancer. He also noted that: “normally, older people don’t 
like to die outside. Providing personalised care at home can ensure a sense of 
belonging for her”. Participants also indicated that death would happen at some point 
in the future, what was important was appropriate care until death. Appropriateness 
of care depended upon the type of care provided, and the place where this care 
occurred.   
 
The data indicate that maintaining emotional comfort is commonly considered an 
essential part of end-of-life care and that people prefer to maintain emotional comfort 
at the end of life in different ways.  
 
5.3.3.3 Living a Meaningful Life 
In this study, people conceptualised the meaning of life based on individual values 
and perspectives, which they defined as being meaningful in their life. In the 
interviews, participants expressed that they wanted to dedicate their life to others, to 
live a fulfilled life, and to spend meaningful time with family and friends at the end 
of life. For instance, in the interviews, participants expressed that if the disease was 
incurable and death was imminent, they preferred to refuse resuscitation, intubation, 
ventilation or other kinds of life-prolonging methods, as this would allow them to 
fulfil their dreams before they died:  
That’s because if it were me, I would have given up life-sustaining 
treatments to do something meaningful or something I haven’t done 
before. Only in this way can I feel fulfilled. [Participant A] 
 
Participant C also gave an example of what she would do in regards to having self-
care ability, if she was informed there was no cure for the disease:   
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I would go abroad for vacations or watch some movies or read some 
books, this is what I want to do… If I were not able to achieve it before I 
leave the world, but just stay in bed and rely on morphine and medical 
equipments, I think it unnecessary. [Participant C] 
 
  
The importance of spending time with families and friends at the end of life was also 
emphasised. Participant N talked about why, if she only had few months left to live, 
she preferred to receive care at home:  
I want to spend the rest of my life with my family and I don’t want to 
stay in a palliative care ward, waiting to die alone. I want to spend this 
time with my family. [Participant N] 
 
The data indicate that personal decisions about the use of life-sustaining measures 
and the preferred place of palliative care are often based on how the participants 
conceptualised meaning of life at the end of life.  
 
5.4 Factors Influencing Preferences for End-of-life Care  
A series of contributory factors that influence people’s preferences for end-of-life 
care were identified in this study. These factors were categorised as personal 
experiences of end-of-life care, social cultural and religious aspects, professional and 
community resources, perceptions about services at the end of life and personal 
attitudes toward death and dying. These factors are illustrated in Table 5.3. In the 
following sections personal experience of end-of-life care is presented in Section 
5.4.1. This is followed by social, cultural and religious aspects in Section 5.4.2, 
professional and community resources in Section 5.4.3 and perceptions about 
services at the end of life in Section 5.4.4.  The final section presents personal 
attitudes toward death and dying.  
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Table 5.3 Themes and Categories relating to Factors Influencing EOL 
Preferences  
Themes Categories  Subcategories  
Personal 
experiences of end-
of-life care 
 
 
Observing distress of 
those who are dying 
 
Experiencing distress 
of families 
 Living with physical distress  
 Living with emotional distress  
 
 Encountering emotional 
distress  
Social, cultural and 
religious aspects 
Social and cultural 
norms 
 
Social interactions 
 
 
Religious values 
relating to life 
 Folk custom beliefs 
 Saving face and filial piety  
 
 Openness to discuss 
 Family bonds 
 
 Belief in reincarnation 
 Personal beliefs about life 
Professional and 
community 
resources 
 
 
Availability and 
sources of information 
 
Accessibility of 
practical resources 
 Inadequate information 
 Sources of information 
 
 Inadequate practical guidance  
Perceptions about 
services at the end 
of life 
Understanding of 
advance directives 
 
Understanding of 
palliative care 
   A  living will related 
 A will related 
 
 Environmental aspect 
 Provision of care aspect 
Personal attitudes 
toward death and 
dying 
 
The ultimate question 
after death 
 
One’s own and others’ 
death and dying 
 The existence of the unknown 
 
 
 A loved one’s dying 
 The unfulfilled duty 
 The dead body 
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5.4.1 Personal Experiences of End-of-life Care 
In this study, personal experience of end-of-life care refers to the meanings and 
personal accounts of the person when faced with end-of-life situations. Personal 
experiences of end-of-life care varied and these experiences influenced how the 
person described and constructed meanings about end-of-life decisions. The 
following section presents how and why participants viewed their experiences of 
end-of-life care and the physical and emotional distress associated with this 
experience.  
 
5.4.1.1 Observing Distress of Those Who Are Dying 
Personal experiences of end-of-life care were shaped by memories of physical and 
emotional distress experienced by families. In the eyes of those individuals, end-of-
life care was considered to be a sense of physical and emotional distress for those 
who were dying.  
 
Living with physical distress 
In the interviews, participants talked about how and why they perceived the 
experiences in relation to care provided to prolong the life of their loved ones as a 
physical torture or agony. The experience of intubation and ventilation of their 
family members was described:  
My uncle at the time was in a really bad health condition, liver problems 
with severe complications. I saw him lying in bed with no consciousness, 
also with machines to sustain his life. At that moment, I felt it was really 
a torture for him. [Participant I] 
 
Others further described their experiences with the use of pain-relieving medication, 
chemotherapy and a nasogastric tube for artificial nutrition and hydration of their 
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family members. Participant P noted: “my mother was inserted [with] a nasogastric 
tube for feeding medications or other purposes… When I saw it, it was a torture.” 
Likewise, Participant I shared the experience of how her aunt felt when she suffered 
from the side effects of chemotherapy during her cancer journey: 
When my aunt underwent the complete cycle of chemotherapy, she 
suffered from side effects like she wished she was never born, especially 
the third time of chemotherapy which was the hardest. She was vomiting 
for days… she couldn’t tolerate it, even though it wasn’t a long treatment. 
[Participant I] 
 
These extracts illustrate that for those individuals, the end of life was associated with 
significant distress relating to the use of life-sustaining treatments.  
 
Living with emotional distress  
Emotional distress for those who were dying was also mentioned. For instance, 
Participant C described her father, who had gastric cancer, being distressed about not 
wanting to die while he was intubated in the intensive care unit. “He really wanted to 
live, he didn’t want to die. But his body condition wasn’t allowed… the cancer cells 
also spread quickly and then he got organ failure.” Likewise, Participant I shared her 
experience of why her aunt was emotionally distressed about decisions regarding 
chemotherapy:     
She was emotionally distressed, probably due to her deteriorating health 
condition, financial stress and many unpleasant things going on. It 
resulted in a decreased motivation to live. However, in her heart, she 
didn’t want to die. Yeah, she was really distressed. [Participant I]   
 
Participants further described how the experience of dying often involved mood 
swings. For instance, Participant F talked about how his wife’s mood swung from 
having hope for a cure, to being upset and depressed after curative treatments for 
cancer were not successful: 
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I felt she was a bit upset, and it’s also hard for her to accept the truth. 
After she completed the second cycle of chemotherapy and she was told 
the cancer cells weren’t completely destroyed, she was a bit depressed. 
[Participant F]  
  
These extracts illustrate that people often described the experience of the end of life 
of their family members as being emotionally distressing.  
  
5.4.1.2 Experiencing Distress of Families 
Personal experience of care provided to sustain the life of loved ones, significant 
others or close relatives in the family was found to be emotionally distressing for 
families. The following section presents how and why people felt emotionally 
distressed during the illness journey of their loved ones.   
 
Encountering emotional distress 
Encountering emotional distress was emphasised. Participants in the interviews 
expressed that they encountered various feelings of emotional distress when they saw 
their loved ones being resuscitated, intubated or ventilated. Participant H gave an 
example of the feeling of sadness and pain expressed by her father-in-law during the 
illness journey of his wife who was in a vegetative state: 
My mother-in-law had intubation and tracheotomy. My mother-in-law 
had been in the vegetative state for four years after the tracheotomy was 
done. My father-in-law went there to see her every day for four 
years…My father-in-law was really sad. [He] told me that “each time I 
see her lying in the bed, it’s like a knife sticks in my heart”. [Participant 
H]  
 
They further described feelings of sadness and wanting to cry. Participant I shared 
the experience of her emotional reactions toward her uncle’s last stage of life. She 
noted: “seeing people crying together… our tears still couldn’t get my uncle’s eyes to 
Chapter 5 
154 
open. Eventually, still, he had never woken up, with the intubation tube.” In addition, 
feelings of being tense, anxious and ambivalent were recalled. For instance, 
participants expressed that they often encountered dilemmas about whether to let 
loved ones go or to keep them alive using all medical means:    
I was once really ambivalent. It was painful when I saw him suffer but in 
my heart, I truly didn’t want to let go of him… I felt that my uncle was in 
agony. Every day, the longer my uncle stayed alive, the greater torture 
my aunt had. However, in my heart, I couldn’t really let him go because 
if I did, he would be gone forever. [Participant I] 
    
The extracts above illustrate that people suffered various emotional reactions toward 
the end of life. While an ambivalent feeling was often experienced, the feeling of 
guilt was recalled in making decisions to forgo life-sustaining treatments for their 
loved ones. For those who made decisions to withdraw ventilation or medications 
used to sustain life, they described the feeling of guilt:  
It was my friend who removed the tube [to end her brother’s life]… 
Many years later, when we talked about it, she was still scared of death… 
She felt that she made the decision to stop her brother’s breathing. She 
felt that it was her killing her own brother. [Participant G]  
 
This data indicate that making an end-of-life decision is an emotionally charged 
process. The end of life is considered a sense of physical and emotional distress for 
those who are dying and a sense of emotional distress for families. People often 
construct the meaning of decisions at the end of life based on their experiences of 
observing the distress of those who were dying and experiencing the distress of 
families.  
 
This study suggests that personal experiences with end-of-life care of loved ones or 
significant others could be linked to their preferences for maintaining physical and 
emotional comforts at the end of life. Accordingly, many studies suggested that 
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previous experiences caring for loved ones and preferences for end-of-life treatments 
significantly influence people’s decisions in relation to end-of-life care (Akabayashi 
et al., 2003; Yang et al., 2011). In the present study, participants shared the end-of-
life experiences of their loved ones; they also noted that in their eyes, such 
experiences were physically and emotionally distressing for both the person and 
family. Some participants further described how such experiences shaped their 
decisions about end-of-life care. Participant I and Participant H, described how the 
experiences of their loved ones’ sufferings at the end of life shaped their decisions in 
refusing life to be prolonged, if the disease was incurable and terminal. These 
extracts were presented and described in the section of personal preferences relating 
to maintenance of quality of life (Section 5.3.3.1).  
 
5.4.2 Social, Cultural and Religious Aspects  
Social, cultural and religious aspects play a significant role in end-of-life decision-
making in Taiwanese society, where people tend to share the same values, beliefs 
and customs. In this study, these social, cultural and religious aspects constitute 
social and cultural norms, social interactions and religious values relating to life, 
which are described in the following sections.   
 
5.4.2.1 Social and Cultural Norms   
Culture is defined as an accumulated set of shared values, beliefs, customs and social 
norms, which shape or guide the behaviours of a relatively large group of people 
(Fan, 2000; Lusting & Koester, 2003). Social norms represent a set of beliefs related 
to expected standards of behaviour that are enforced and sanctioned by a society 
(Stankov, 2011). In this study, social and cultural norms were generated from 
Chapter 5 
156 
interview data, which identified as factors that influenced people’s preferences for 
and decisions about end-of-life care. The major social and cultural norms identified 
consisted of folk custom beliefs, saving face and filial piety.  
 
Folk custom beliefs 
A range of folk customs exists in Taiwanese society. Such customs are often 
imparted from generation to generation, and often influence people’s beliefs, 
preferences and decisions in relation to end-of-life care. Participants in the interviews 
talked about the belief of ‘born here and die here’ and the importance of having the 
last breath at home for the soul. For instance, Participant C expressed how the belief 
in keeping the last breath until the loved one was home shaped the decision for using 
medical supplies for her father, who wanted to take his last breath at home: 
As for Taiwanese tradition, people would have their family to save the 
last breath for home… People don’t like dying outside. Having the last 
breath at home [means] he died at home. It doesn’t matter that breath is 
from himself or medical devices. Just holding the ball, squeeze, squeeze, 
squeeze, that’s it, for having the last breath at home. [Participant C] 
 
Another example was also given by Participant I who experienced the illness journey 
of her uncle who was intubated for the last breath at home: 
She [the nurse] kept squeezing, squeezing, squeezing… Actually, it was 
the last breath but the family wanted to keep the last breath [at home] for 
him… In the perspective of medicine, squeezing is meaningless. 
However, family and relatives couldn’t let go but kept prolonging the last 
breath. [Participant I]   
 
Participant C further described why people preferred to have the last breath at home 
using any medical means for their loved ones: 
Generally Taiwanese hope so. They don’t want him to die outside the 
house, which is a taboo… Dying outside means that the soul stays 
outside, it doesn’t go home… Even though he is in the hospital, and the 
doctor announces that he can’t live anymore. We still wish that he could 
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die at home… That’s Taiwanese tradition, he’s been home and that could 
make him feel safe and die peacefully. [Participant C]  
 
Indeed, traditionally, having the last breath at home has significant meaning. It 
means that the fallen leaf can return to its root and the spirit of the dead can rest at its 
own place rather than becoming a lonely soul or spirit wanderer (Glass et al., 2010). 
These social beliefs often shape end-of-life preferences and decisions of a relatively 
large group of people living in Taiwanese society.  
 
In addition, the ‘born here and die here’ belief was stressed as being important. For 
instance, Participant L illustrated how the belief of wanting to be born and to die in 
the society where he grew up shaped his end-of-life decisions:   
[It’s about] folk custom tradition [which] is our common social tradition. 
Taking the example of this house, the house is mine. I have worked hard 
to build up the house where I feel most comfortable to live. At the stage 
of dying, I want to die here; I want to look at the house while dying. 
[Participant L] 
 
Others who did not strictly follow such beliefs acknowledged the social tradition and 
also respected the decision of loved ones who preferred to die at home:  
In traditional culture, people believe that I was born here and I would of 
course die here… For me, my generation, if I am dying one day, it 
wouldn’t be necessary to stay at home. It’s ok to stay in hospital. 
However, my mother, older generation, had such belief. So we respected 
her. [Participant P]     
 
These extracts illustrate that folk custom beliefs can be a strong influence among 
certain groups of people, especially the older generation. In this study, some people 
strictly followed the social traditions, whereas others acknowledged such beliefs and 
also respected the decisions of their loved ones. The data also indicate that folk 
custom beliefs played an essential role in preferences and decisions in relation to 
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end-of-life care, and such beliefs often shaped people’s decisions for their loved ones 
and for themselves.  
 
Saving face and filial piety 
The value of saving face and filial piety is part of social and cultural expectations in 
Taiwan. Saving face, which is a social-cultural mechanism, can influence people’s 
behaviours, and the way neighbours, friends, colleagues and others, view an 
individual in society which is seen to be of paramount importance (Glass et al., 2010). 
In this study, the value placed on saving face and filial piety was emphasised. In the 
interviews, participants described how their beliefs in saving face and filial piety 
resulted in dilemmas relating to the use of life-sustaining treatments for their loved 
ones:    
Many [people] in this society, under the stress from the traditional 
society, encounter dilemmas… If you refuse to prolong the life of the 
person, people would say you are 
14
Buxiao. However, if the life is 
prolonged, you don’t have time to take care of them. [Participant E]  
 
Concern about gossip amongst neighbours and relatives was often mentioned. 
Participants expressed their concerns about being criticised for making decisions 
which were not in accordance with the expectations of others. Such concerns tended 
to shape their end-of-life decisions for their loved ones and for themselves. 
Participant C expressed how the value placed on saving face influenced her decisions 
in establishing an advance directive:    
If I don’t want resuscitation and I am not able to make the decision, the 
family would have to make the decision for me. However, they may feel 
sorry, if they don’t resuscitate me. Other people may also criticise the 
decision they made, saying how you can let her die without resuscitation. 
                                                 
14
 Buxiao: in Taiwanese society, Buxiao means that you are an unfilial son or daughter. In other   
     words, it means that children do things not in accordance with filial piety. 
Chapter 5 
159 
It would put pressure on my family. If I have advance directives, no one 
would say a word, because it’s my own decision. [Participant C]  
 
She also further commented on this point: 
Nowadays, especially in the countryside, people would often consider 
other people’s views because some neighbours often put their noses into 
other people’s business. There is no need for my family to live under this 
pressure. [Participant C] 
 
The data suggest that the value placed on saving face and filial piety often shapes 
Taiwanese people’s decisions in relation to end-of-life care for themselves as well as 
for their loved ones. This is consistent with a study which investigated the influence 
of social and cultural factors among Korean Americans. The study revealed that 
social and cultural norms placed on family to make final decisions, filial piety and 
the moral obligation to support and prolong loved ones’ life, played a vital role in 
planning for advance directives and palliative care (Kwak & Salmon, 2007). This 
current study also suggests that the folk custom beliefs, ‘last breath at home’ and 
‘born here and die here’ are significantly valued in Taiwanese society. Such beliefs 
can be the underlying values that shape Taiwanese people’s end-of-life decisions. 
Indeed, culture can influence people’s beliefs about death and dying, their beliefs 
about experiences of health and illness, and their emotional responses and care 
decisions about terminal illness (Huang, Yates, & Prior, 2009a).  
 
5.4.2.2 Social Interactions 
In this study, social interaction refers to social exchanges in which one person 
behaves in a manner meant to meet another’s needs. A person also experiences such 
interactions as specific acts of caring, assistance and guidance in relation to end-of-
life care. Social interactions consist of openness to discuss end-of-life issues and 
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family bonds which are presented in the following sections.  
 
Openness to discuss  
Openness to discuss end-of-life issues was uncovered as a factor that influenced 
people’s preferences for and decisions about end-of-life care. In this study, openness 
to discuss refers to openness for discussing end-of-life issues with family members 
and friends on whom an individual can rely for emotional, information, physical or 
material support. In the interviews, participants expressed that an open discussion 
about end-of-life issues helped them to plan for healthcare at the end of life. 
Participant H talked about how she discussed with and encouraged her family for the 
preparation of a living will and a healthcare attorney: 
I have discussed this with my child, because I have only one child. I said 
that if you wouldn’t get married in the future, you would have at least 
two aged people to take care of. So I have discussed with her. She has to 
sign too. [Participant H]  
 
An open discussion with close friends about planning for end-of-life healthcare was 
also recalled. Participants expressed that they were open-minded about getting close 
friends involved in end-of-life healthcare planning. Participant H noted: “I gave it to 
this person, to that person. I broadcasted it as soon as I could. [I am a] little person 
[who] makes great merit”. Participant M further talked about how and why she 
encouraged her close friends to plan for healthcare at the end of life: 
I reviewed my advance directives almost every year. I also encouraged 
close friends around me. I told them [you] should do it and don’t wait 
until unexpected things happen, leaving your family with no guidance, 
being confused and not knowing what to do. [Participant M]      
 
In contrast, others expressed that they were often discouraged by their families when 
they wanted to discuss issues in relation to the end of life. For instance, Participant D 
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talked about how her daughter’s response shaped her behaviour in discussing end-of-
life issues:  
That day I spoke to my child that I had purchased a pre-need contract for 
life insurance… She said: “Mom, how could you be so fussy. I would be 
exhausted if you keep like this.” And I said: “hee hee.”… I should have 
changed actually… Later I asked her to find information about tree burial 
on the internet. Then I found I was wrong to say it. [Participant D] 
 
These extracts illustrate that openness in discussions with families and friends helps 
people to clarify uncertain healthcare issues as well as to plan for end-of-life 
healthcare and if there is a lack of openness, there may be less opportunity to plan 
effectively. Alano et al. (2010) suggested that having explanations and being 
encouraged to address preferred methods of end-of-life care in advance can influence 
people’s behaviours in planning for healthcare at the end of life. However, 
discouragement and reluctance to have end-of-life discussions can also shape a 
person’s behaviours in a manner meant to meet other’s needs.   
 
Family bonds 
One of the factors which influence discussion about end-of-life preparation and 
preferences is family relationships (Glass & Nahapetyan, 2008).  Strong bonds or 
close ties with family help people cope with life events commonly associated with 
health conditions, as well as facilitating end-of-life decisions. The interdependence 
and deep emotional feelings between family members can influence end-of-life 
decisions for the individual and the loved ones, especially in a society where it is 
ingrained within the norm of family interdependence and family obligation.  
 
When participants were asked questions about factors or challenges that made it 
easier or harder to make decisions about end-of-life care, they expressed their 
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feelings of finding it hard to let go of their families due to the close ties. Participant 
B noted: “the major reason is about the family, the close ties with the family make it 
harder for me to make the decisions”. Likewise, Participant A noted: “my emotional 
sentiment with them [families] also counts a lot”. She further expressed how strong 
bonds with her family can influence her decisions to stay alive by all means:  
I think my family members’ not wanting to part with me will make it 
more difficult for me to give up. It would be difficult for me to decide 
whether to stay in misery or to end my life naturally. [Participant A]  
 
In addition, concerns about causing emotional, physical and financial distress to 
loved ones were common statements. Participants expressed that such concerns could 
shape their decisions about end-of-life care. Participant C talked about how the 
concern of causing emotional distress to her family could shape her decisions in 
refusing life to be prolonged, if the disease was terminal: 
If I were the one lying in bed, I would rather end my life so that people 
would not have the desire to give up work to look after me, or put down 
the stuff to visit me, like in ICU one time in the morning and one time in 
the afternoon. If they didn’t come to visit me in a regular time, they 
would feel they didn’t do the job well, and feel guilty. [Participant C] 
 
Another example was given by Participant A who talked about why she would refuse 
to allow her life to be prolonged, if the chance of curing the disease was low:  
If you already live in poverty, anticancer drugs or something like these 
will be too expensive for your family to get. If I were in the situation… 
my family was not able to afford the expense, I would refuse the 
treatment. I can’t imagine spending several millions on the treatment in 
merely one year. [Participant A]  
 
On the other hand, close ties with families can also shape people’s decisions relating 
to end-of-life care for their loved ones. People with strong bonds with their families 
expressed the feeling of not wanting to depart or wanting to stay closer to their loved 
ones at the end of life. Participant G noted: “we didn’t let my father stay in the 
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palliative care ward because, I feel, we wanted to see him 24 hours every day”. She 
also further talked about why she encouraged her father to go home instead of 
staying in the palliative care ward. As she expressed: “we loved him dearly… I 
talked to my father about not going to a palliative care ward. ‘We will go home and 
my sisters will take care of you in turn’”.  
 
These extracts illustrate that strong bonds or close ties with families often shape 
people’s decisions and behaviours to discuss and plan for their preferred methods of 
end-of-life care with family members, especially in Taiwanese society where this is 
embedded within the norms of family interdependence and family obligations. 
According to Yang et al. (2011), in Taiwan, people usually bear many obligations for 
their family members, such as offering care and making decisions related to medical 
treatments. The family bonds embedded within social norms often influence people’s 
behaviours and decisions about end-of-life care. Participants in this study tended to 
protect their families from emotional, physical and financial distress by making 
decisions that they considered to be the best for their families. The data indicate that 
family plays an important role in one’s ability to make healthcare decisions, as they 
play an important role in social support systems that they turn to in times of need for 
emotional support, financial assistance, personal care and other assistance.  
 
5.4.2.3 Religious Values relating to Life 
Religious beliefs or values are defined as an organised system of beliefs, rituals, 
practices and symbols designed to facilitate closeness to the scared or transcendent 
(Koenig et al., 2001). In this study, religious values relating to life mean that people 
describe and construct the meaning of life based on their religious beliefs or values.  
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This consists of a belief in reincarnation and personal beliefs about life, which offer 
guidance and support for people to make decisions about end-of-life care.  
 
Belief in reincarnation  
Belief in reincarnation was mentioned in the interview data of this study as part of 
religious values.  The beliefs in rebirth and an immortal soul were expressed. 
Participant G noted: “we believe that life is a cycle… [and] spirit will not die and… 
we have to go through the reincarnation in each life.” They also talked about how 
such a belief shaped their views on life and death and their preferences for end-of-
life care, such as end-of-life communication and use of life-sustaining measures. 
Participant G, who was a Buddhist expressed:  
I am not afraid of it [death]. I also believe in reincarnation; I know I will 
be reborn after I die. I am not scared of it. 
 It’s just about having another 
body [next life]. If someone wants to talk about it with me, I would like 
to talk. [Participant G]  
 
Another participant also talked about how the belief in rebirth shaped her decisions 
in refusing to prolong life, if the disease was terminal and irreversible:   
Myself, of course, I would like to finish the suffering in this life as soon 
as possible and be reborn in the next life, when I become disabled and I 
can only lie there and wait to die… Because of my religious belief, I 
would like to finish this life as soon as possible and be reborn in the next 
life. [Participant N]    
 
These extracts illustrate that it is  believed that life is a circle, and that after death the 
soul becomes immortal and goes on to the next life with a new outer form. Others 
further emphasised the belief in retribution from past lives and saving credits for the 
next life. Such beliefs help to make a peaceful mind of self and also help to become 
less fearful of death at the end of life:   
We always tell ourselves that if I don’t want to go through the suffering 
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again in the next life, in this life, I have to do some good things and to 
15
Jie Shan Yuan with many people… The religion instils in us the 
concept… I am not afraid of dying; I wouldn’t refuse [talking about it], 
because I know it [life] is a cycle. [Participant G] 
 
The data indicate that the concept of reincarnation in Buddhism reinforces people’s 
understanding of life and death and thus reduces people’s fear of death. Such a 
concept also plays an essential role in shaping decisions in relation to end-of-life care.  
 
Personal beliefs about life 
Personal beliefs about life vary from individual to individual and people often use 
their own religious lens or personal values to view life and the world. Participants in 
the interviews expressed life as an image space as well as a journey. Participant C 
noted: “in fact, I think, our life is just a journey, and we are so small, to the world, or 
even to the universe.” Likewise, Participant L talked about how he viewed his life 
journey:  
We finally have to go on the pathway of death; why don’t we go with 
happiness, right? ... If there isn’t much time left in my life, I know I 
didn’t waste my life. At least, my life is not a blank paper anymore; it’s 
full of colorful drawings of scenery, things and people. [Participant L]  
 
The belief that life comes and goes with nothing was also mentioned. Participant C 
noted: “actually, we were born with nothing and we can take nothing away at death. 
What can you take away at death? Nothing.” These extracts illustrate that people’s 
views about life vary and that they construct the meanings of life based on personal 
values relating to life.  
 
This study also suggests that personal values relating to life are often associated with 
                                                 
15
 Jie Shan Yuan: In Buddhism, Jie Shan Yuan means building up a good harmonious relationship and     
    good communication with others. 
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their religious beliefs which enable them to see the world from different angles and 
also shaped their decisions about end-of-life care. In the interviews, participants 
talked about how their personal religious values encouraged them to enrich their 
lives in different ways. For instance, Participant G who believed in Buddhism 
pointed out the importance of contributions to others and she also described how her 
end-of-life decision was shaped: 
I don’t care about how long I can live… Putting it in this way, there is no 
need to stay alive if I become useless. The Master said actually the 
meaning of our life is to contribute. If I can’t have any contributions to 
other people, there is no point to stay alive. [Participant G]  
 
The importance of living with happiness and in a peaceful way at the end of life was 
also stressed as important. For instance, Participant L stated the importance of 
maintaining happiness and peace of mind in life during an illness:  
Even if the bad thing [cancer] chooses to be your friend, you need to take 
it as a mentor and good friend, to live with it in peace. In this way, you 
won’t feel angry. Otherwise, you’ll live with anger and agony every day. 
If you live with happiness, gradually, your disease condition could be 
improved. [Participant L]  
 
Those who believed in Christianity expressed different views and values about life 
which shaped their end-of-life decisions. Participant H, who married into a Christian 
family, talked about how her Christian belief of life in God’s hands shaped the 
decision against the use of intubation and a ventilator, if death was imminent:    
According to the Bible, it is not our power to make the decision... It is 
God’s power to make this decision. So if I think it is my time to go, I 
don’t want to go against the natural rule. I don’t want to push myself to 
rely on a respirator and make myself a robot… And that does not fit the 
rules in the Bible. [Participant H]  
 
She further shared a story of her grandfather who was intubated and ventilated in the 
intensive care unit for a long time. She referred to her grandfather as a human robot. 
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She noted: “I am a Christian, and this belief made me think that my Grandpa is a 
robot, alive, but not a person who had soul in his life”. She also expressed why she 
believed in the human soul and how such belief encouraged her to talk her 
grandmother into withdrawing the ventilator:  
In the Bible, the Genesis story said, when God blast one breath to Adam, 
he suddenly became a person who had a soul. So I told her [my 
grandmother] about this clip, I asked if she had felt that my grandpa only 
can breathe by the machine, he was fed with nasal gastric tube and even 
his heart beat was generated by the machine, so in a word, I told her he 
doesn’t have soul in his body anymore. [Participant H] 
 
Moreover, while some participants who believed in reincarnation described the belief 
in the soul being reborn in the next life with a new outer form of body, others 
expressed the belief in the soul going to God’s kingdom after death. The latter talked 
about how such beliefs enhanced their understanding of life and death. Participant J 
shared the story of how she became less fearful of death after she became Christian:  
After I became religious at the age of 30, I started to understand and 
know about death. I feel less fear of death now… In the Bible, death 
doesn’t mean the end of a life. However, death means the soul going to 
God’s kingdom. Then, death, by definition in Christianity, is an immortal 
life. That is, every one’s body will corrupt but the soul is immortal. 
[Participant J]    
 
The data indicate that religious beliefs provide people with a lens through which they 
see the world and also provide meaning, hope, social support and guidance for 
making end-of-life decisions. Many studies have suggested that religious beliefs and 
spirituality can facilitate end-of-life discussion, as well as preparation for decisions 
related to end-of-life, such as living wills and appointing a health care attorney 
(Alano et al., 2010; Glass & Nahapetyan, 2008). In the present study, the findings 
suggest that people often used their religious lens to see the meaning of life and death 
and the way in which they see the world often reflected their preferences for end-of-
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life care.  
 
5.4.3 Professional and Community Resources 
Professional and community resources which were identified in the interview data 
were uncovered as a factor that contributed to people’s understanding about and 
preferences toward planning for end-of-life healthcare. This referred to an 
individual’s view on the level of available and accessible information and resources 
in the social environment where they lived. Professional and community resources 
consisted of availability and sources of information, and accessibility of practical 
resources which are presented in the following sections.  
 
5.4.3.1 Availability and Sources of Information  
Availability and sources of information was categorised as ‘inadequate information’ 
and ‘sources of information’ in this study.  
 
Inadequate information  
When participants were asked the question about their experiences with advance 
directives or living wills and healthcare proxies, some participants stated that they 
had not heard such terms and they did not have experience with them prior to these 
interviews. From their perspective, such information was not widely disseminated in 
the social environment where they lived. Participant B pointed out the issue of lack 
of such information in the area where she lived: 
I don’t know much about it because the government didn’t widely 
promote advance directives. If we are talking about organ donation, 
everyone knows. This is because everyone can see it from the 
commercials… When everyone doesn’t know much about it… there are 
still some difficulties if people are asked to sign it. [Participant B]  
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A need for wide dissemination of information in relation to the concept of living 
wills and healthcare attorneys was suggested, so that the level of understanding about 
planning for end-of-life healthcare could be enhanced. It was also suggested that 
information should be tailored for the general public and that the use of tangible aids 
in the local community should be implemented to help people to easily access and 
understand the information. Tangible aids suggested in the interviews included 
billboards, posters, videos and course materials. Participant H gave an example of 
establishing a billboard advertisement in the local hospitals: 
The advertisement doesn’t mean there will be many words in it. When 
we see too many words in it, we just don’t want to read it. Maybe it can 
be shown by a picture. When we first see it, we can know what is going 
to be told in this advertisement. [Participant H] 
 
The use of posters in community centres where locals often attended leisure activities 
was also suggested by Participant L:   
I still think it’s better to use a poster for publicity. This is because a 
poster is more creative and it’s colourful and more innovative. It’s easy 
for people to understand. [Participant L]   
 
A need for video and course materials was further emphasised as they could provide 
clear guidance in assisting people to understand the information as well as 
facilitating people in planning for healthcare. Participant K suggested: 
Taking an example of the use of media for publicity, the information or 
good scenarios about advance directives can be transmitted via video in 
order to let everyone know. It’s not widespread. For it to become 
widespread, it’s necessary to promote via video. [Participant K]    
 
These extracts illustrate that the perceived available information was inadequate in 
the local community, and the use of tangible aids including billboards, posters, 
videos and printed materials was suggested as a useful means of assisting people to 
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understand the information and to facilitate planning for end-of-life healthcare.   
 
Sources of information  
Those who had heard information in relation to living wills and end-of-life 
arrangements stated that the information was from newspapers and life and death 
courses and seminars. Participant M expressed that a newspaper article about a real 
life story of an end-of-life arrangement inspired her ideas for preparing for the end of 
life. Others further expressed that more specific information in relation to living wills 
and healthcare proxies came from life and death courses and seminars held by 
voluntary organisations and local hospitals. Participant G expressed that a life and 
death course in a Buddhist voluntary organisation helped her to understand more 
about planning for end-of-life healthcare: 
She [teacher] said we have to establish advance directives because it can 
help young generation, who are close to you, to arrange things for you… 
The teacher also asked us to ask ourselves if we really want to keep the 
last breath, what sorts of quality of life we prefer… She told us we can 
apply it when we are in good health status… So we can die with dignity 
and die without burdening our families. [Participant G] 
 
Another example was also given by Participant E who obtained the information 
about end-of-life arrangement from a lecturer in a seminar which was held by a 
Buddhist voluntary organisation in a local hospital: 
The topics were all about end-of-life care. The lecturer suggested that 
when you encounter it, you need to get prepared emotionally. It’s [also] 
important to have a will to prevent ourselves from having problems. 
[Participant E] 
 
These examples indicate that there is a movement in terms of promoting and 
delivering end-of-life information and resources by both voluntary organisations and 
healthcare services in local communities. The data also indicate that voluntary 
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organisations and healthcare services play an essential role in end-of-life care 
planning.    
 
5.4.3.2 Accessibility of Practical Resources 
Accessibility of practical resources refers to an individual’s perceived level of 
accessible practical guidance and relevant materials in relation to advance directives. 
Inadequate accessible practical guidance was uncovered as a factor that influenced 
people’s decisions around planning for end-of-life healthcare. This is discussed in the 
following section.   
 
Inadequate accessible practical guidance 
When participants were asked the question about any challenges that made it harder 
to plan for a living will and to appoint a healthcare attorney at the end of life, they 
reported difficulty accessing practical guidelines and official forms. Participant M 
stated that she did not know where to access the practical guideline for advance 
directives, or how to ensure the preferred healthcare wishes at the end of life were 
registered on the National Health Insurance Card (NHIC): 
I had heard such news but I just didn’t know how to do and what to do, 
such as forgoing medical treatments. I had also asked friends around me 
about whether [we] can register [the preferred care] on our 
16
[NH] IC or 
not. However, none of them knew about it. [Participant M] 
 
Another participant also shared the story of how she found the resources after the 
legislation was passed: 
My friends and I wanted to have advance directives a long time ago. It 
                                                 
16
 NHIC: NHIC stands for National Health Insurance Card. Each National Health Insurance Card is   
   embedded with a chip which stores personal information and preferences for end-of-life care after  
   application form is logged.  
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was just we didn’t know where to do it… I heard the law about this had 
passed recently, but the person who told me the news didn’t know the 
website address. It took me a long time to find it on the internet by 
myself. [Participant H]   
 
The data indicate that advance directives resources regarding practical guidelines and 
formal forms are often considered inadequate in the local areas where people live. 
Some people had to make an effort in order to access and obtain the resources. 
Indeed, the use and the benefit of advance directives should be promoted to the 
public so that they know they are an accepted part of care protocols. The results 
suggest that the availability and accessibility of professional and community 
resources is of paramount importance in assisting and facilitating people in the 
process of planning for end-of-life healthcare.  
 
5.4.4 Perceptions about Services at the End of Life 
Perceptions about services at the end of life generated from the interview data was 
uncovered as a factor that contributed to people’s preferences for end-of-life care. 
This included understanding of advance directives and palliative care which are 
presented in the following sections.  
 
5.4.4.1 Understanding of Advance Directives 
When participants were asked the question about their experiences associated with 
advance directives, they stated that they did not have any experiences and many had 
not heard about them. The question was then modified to “What is your view on, or 
understanding of, advance directives or living wills and healthcare attorneys?” This 
was followed by prompt questions. For instance, “Why do you believe this?” Those 
who had not heard about it referred to an advance directive as a will-related 
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document, whereas those who had heard about it referred to the term as a living will-
related document.     
 
A living will related 
In the interviews, participants suggested that an advance directive was used to record 
preferences for end-of-life care, and that preferences for healthcare wishes could be 
endorsed on the National Health Insurance Card (NHIC), and that a witness was also 
required. Participant G noted: “we can choose whether I want to have tracheotomy, 
resuscitation, electric shock or not”. Participants further described their 
understanding of endorsing preferred healthcare wishes on the National Health 
Insurance Card (NHIC) after the advance directives application was logged and their 
understanding of having witnesses signed the document. Participant G noted: “in the 
future, if I have an accident, my wishes for medical care will be shown on the 
National Health Insurance Card”. Participant D also pointed out the importance of 
having a witness for the document:  
There are oral wills and written wills. Now we have families’ signings on 
the [living] wills… for example, my two daughters sign their names 
together. And in that case this would indicate that these wills are made 
with witnesses and two or three people agree with them. [Participant D] 
 
These examples illustrate that those who had heard about advance directives had a 
general concept of the benefit of a written and signed advance directive which 
included greater clarity and more formal validity. However, those who had not heard 
about it often stated that an advance directive was a document which was related to a 
legacy arrangement.   
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Will related  
In the interviews, those who had no experience with and had not heard about advance 
directives, referred to them as a will. Participant A talked about what she perceived 
an advance directive to be: 
I don’t know… Maybe I should find a lawyer and tell him about my 
ideas… The wills will be put down in black and white, covering how to 
deal with your property, like your estate and then the wills will be 
notarised. [Participant A] 
 
The data indicate that those who had no experiences and had no knowledge about 
advance directives often described a living will as a will in relation to legacy 
arrangements. The study suggests that the level of understanding of advance 
directives varies among individuals. Individual’s views on or understandings of 
advance directives play an important role in the process of planning for healthcare at 
the end of life.  
 
5.4.4.2 Understanding of Palliative Care 
Understanding about palliative care was uncovered as a factor that contributed to 
people’s end-of-life preferences.  Palliative care is designed to meet not only the 
physical needs of dying persons by alleviating pain and other physical symptoms, but 
also the psychological, social, cultural, emotional and spiritual needs of the 
terminally ill and their families. The goal of palliative care is to provide the best 
possible quality of life for the terminally ill by ensuring their comfort, care and 
dignity at the end stage of their life (Benini et al., 2011; Claxton-Oldfield, Claxton-
Oldfield, & Rishchynski, 2004). The following sections present participants’ views 
on or understanding about palliative care for those who are in the terminal stage of 
diseases.   
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Environmental aspect 
When participants were asked the question about their experiences with palliative 
care, many of them stated that they did not have much experience. The question was 
then modified to “What is your view on or understanding of palliative care?” for 
those who had no such experience. This was followed by prompt questions such as, 
“Why do you believe this?”, and “ Could you tell me more about it?” Different views 
about or understanding of palliative care were expressed. Participants who did not 
have personal experience described palliative care as a place with a sad and dead 
atmosphere, or soft-spoken and cosy environments:   
I feel that the place is too quiet, scary quiet. It’s like deathly quiet. I feel 
it’s really terrifying. That’s how I feel. I feel that if I was the patient, I 
would have many bad thoughts due to the deathly quiet. [Participant I]  
 
Participant B, however, clarified the term, deathly quiet, as a place where people 
often spoke softly: 
I think many Taiwanese think that it focuses on patients who are dying so 
that it’s better not to disturb their life and to have a quiet place for those 
people for the rest of their life. When you go there, you may find that 
people speak softly. This is because they don’t want to disturb other 
people. [Participant B]  
 
Others further expressed that the place was cosy for the dying. Participant B noted: “I 
feel that palliative care is a very cosy place, inside, when I was there, I felt that the 
lighting was really soft.” These views on palliative care were based on the 
experiences of others or illness experiences of loved ones.  
 
Provision of care aspect 
In the interviews, participants tended to express their views on palliative care as a 
care provided for the dying or the disabled, and care that offered physical comfort, 
mental and spiritual well-being, or care provided to accommodate a family’s needs. 
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Participant I, who experienced her uncle and aunt’s cancer journey, clarified her 
view on care provided for the dying: 
It makes me feel that it’s a ward for people waiting to die… This is 
because I think when the disease becomes severe and terminal, an 
admission is needed. Yeah, terminal is not the same as death but it means 
it’s not far away from death. [Participant I]   
 
In this study, palliative care as care for the dying or people with terminal illnesses 
was not often mentioned. Accordingly, Claxton-Oldfield et al. (2004) suggested that 
on average in their study, participants had heard of palliative care; however, 
palliative care as care for terminally-ill or dying persons was not a common 
statement. This indicates that people who had heard of palliative care may not have a 
comprehensive understanding of the range of services provided.  
 
Participants described that palliative care provided physical comfort, psychological 
and spiritual support and also accommodated the needs of the family.  For instance, 
Participant A expressed her views on the care offered to alleviate physical pain for 
the terminally ill: 
They may suffer a lot in the last phase of the disease. To make them feel 
better, you may give them injection of analgesics all the way. Anyway, 
you try all means to relieve their pain so that they can live free of 
discomforts. [Participant A] 
 
  
Participant J further shared her understanding of care provided for patients and 
families: 
It creates a chance for patients and families to spend time together, a 
good quality interaction. Some activities and some education are also 
provided in order to allow families to gain more understanding of the 
needs of patients who face the end of their life, to accompany their loved 
ones during the last journey of their life and to know the last journey is 
actually meaningful. [Participant J]  
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These extracts illustrate that participants hold different views on care provided in 
palliative care. Their views on or understanding of palliative care often come from 
experiences of others or illness experiences of their loved ones. Claxton-Oldfield et 
al. (2004) reported that of those who knew about palliative care, around half first 
learned about it through personal experience with the death of a family member or 
close friend. In the present study, the results also suggest that personal views on or 
understandings about end-of-life care play a vital role in making end-of-life decisions.  
 
5.4.5 Personal Attitudes toward Death and Dying 
Personal attitude toward death and dying is defined as an individual’s emotional 
reaction, based on feelings of uneasiness, discomfort and concern about issues 
associated with one’s death and dying. This concept was generated from the 
interview data and was identified as a factor that influenced personal preferences for 
end-of-life care. This included the ultimate question after death, one’s own and 
others’ death and dying, which are presented in the following sections.   
 
5.4.5.1 The Ultimate Question after Death 
The ultimate question after death refers to an individual’s emotional reactions to the 
existence of the unknown world and unknown ghosts after death.   
 
The existence of the unknown 
The fear of existence of the unknown was emphasised. In the interviews, participants 
often expressed a feeling of being scared or fearful of an ultimate world after death 
which was unknown and beyond expectation. Participant A noted: “I would be quite 
scared and everyone would feel scared too since we don’t know what we would face 
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after we die”. Participant D also talked about what was her fear after death: 
[After I die]… I would have to depart from my families; I would 
disappear from this world, and where should I go? That is horrible. I 
would weep at the moment, when I think of that. [Participant D]  
 
The feelings of being terrified or fearful of the existence of unknown ghosts and 
things associated with ghost stories, such as spirit possession and resentment of the 
dead, were further recalled. Participant K talked about what sort of conflicts she 
encountered when her father-in-law, who in her eyes may have become a ghost, died: 
A nice person lay there and didn’t have any breathing, heart beating. He 
was a human alive, and then when he died, should he be called ghost? … 
I can’t accept that in my mind, he was a person who was close to me and 
loved me; after he became ghost, would he still love me? [Participant K]     
 
The data indicate that people often experience emotional conflicts when they 
encounter the ultimate question of the unknown after death. In addition, the 
importance of religious beliefs which helped to enhance the understanding about 
death and dying and the world after death was highlighted. For instance, those 
individuals with a strong religious belief believed that death is just the beginning of a 
new life. Accordingly, Mjelde-Mossey and Chan (2007) suggested that death is 
believed to be the portal to an afterlife which provides a natural acceptance of death 
and suffering for certain religious beliefs. The present study suggests that the 
ultimate questions of the unknown world after death are sometimes answered by 
religious beliefs which provide a sound explanation of the meanings of life and death 
at the end of life. 
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5.4.5.2 One’s Own and Others’ Death and Dying 
One’s own and others’ death and dying refers to an individual’s emotional reactions 
involving one’s feelings of unpleasantness and concerns about one’s own and others’ 
death and dying. One’s own and others’ death and dying comprised the unfulfilled 
duty, a loved one’s dying and the dead body, which are presented in the following 
sections.  
 
The unfulfilled duty 
The fear of one’s own death was evident in this study. In the interviews, when 
participants were asked the question about any factors or challenges that made it 
harder to make decisions at the end of life, they often expressed their concerns about 
not being able to complete personal business or to fulfil duties before death. 
Participant K noted: “it [death] is really terrifying because I have many things 
waiting for me to complete and then I have unfulfilled duties”. Another participant 
also expressed her concern about being unable to fulfil her duties before she died: 
If I had only 100 days to live, what I should do in those days?
 
In that case, 
I could not bear to leave. Of course I would not, for there are lots of 
things waiting for me to finish. [Participant D] 
 
 
The extracts above illustrate that people are often concerned about the failure to 
achieve goals and experiences before death. Accordingly, Mjelde-Mossey and Chan 
(2007) stated that approaching the end of life and facing the inevitability of one’s 
own death can be one of the most difficult experiences that an individual can have. 
The emotional reactions toward one’s own death can also have an impact on how 
people respond to and make decisions for the end of life.  
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A loved one’s dying 
Fear of a loved one dying was also frequently mentioned. In the interviews, 
participants often expressed their concerns about losing their loved ones and being 
left alone. Participant J noted: “when I think of this issue, I feel worried about losing 
and being separated”. Participant D also expressed her fear of being left alone in the 
family, if all her relatives or loved ones died one day:  
I am fearful of death. All of a sudden my relatives, friends and families 
would leave me one by one, and they would be all gone. Seriously, this 
would be the most fearful thing in life. It is really horrible. [Participant D] 
 
In addition, fear of a loved one dying often shaped care decisions at the end of life 
for the loved ones. Participant G expressed her concerns about if her father died 
during oral cancer surgery without resuscitation:  
Every time, when my father underwent surgery, we were all afraid that 
he wouldn’t be able to come out alive… if father really died on the 
operation table, if father really didn’t have resuscitation. [Participant G]  
    
The extracts above indicate that the fear of or concern about the impact of a loved 
one’s death on family can have a significant impact on end-of-life care decisions, 
especially for the loved ones.  
 
The dead body 
The dead body refers to an individual’s emotional reactions, which involves the 
feelings of discomfort and fear toward the dead, and the process of the body after 
death. In the interviews, when participants were asked the question about their 
experiences about the death and dying of family members or friends, some 
participants described feeling scared about looking at  the dead, such as the dead 
body of close relatives or loved ones, and a place for the dead. Participant E noted: 
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“[I] would still have the fear in my mind, even though the person is really close [to 
me]”. Participant K also shared her fear while approaching her father-in-law’s dead 
body and the grave yard after he died: 
After my father-in-law died, I was really scared to go to the mortuary 
with my husband. This is because the dead body had to be in freezer for a 
few days before it was processed. I felt scared somehow going to this 
place, as well as the grave yard. [Participant K]  
 
Participant D further talked about how fearful she was when she thought of the dead 
body being disposed or destroyed, like an animal, after a person died: 
In this limited space-time, we can’t figure out what the death is. It [a 
body] is gone. It’s truly scary. A body will disappear in space while you 
can see it in hospital no matter how serious an illness a person got… His 
body was there and he really existed. However, if he passes away and not 
breathes one day, on this earth, his body must be disposed of, just like 
animals, cats. [Participant D] 
 
These extracts illustrate that participants often experience different emotional 
reactions toward death and dying. Such emotional reactions can have a significant 
influence on the end-of-life decisions for themselves and for their loved ones. Matsui 
and Braun (2009) suggested that fear of death plays a significant role in making 
decisions about end-of-life care. The current study also revealed that stronger 
religious beliefs could provide a sound explanation of the meanings of life and death 
and help people to see the world after death from different angles. As noted in a 
previous study, religious faith or spirituality is one of the facilitators which help 
community-dwelling adults to discuss end-of-life preparations and preferences with 
their families (Glass & Nahapetyan, 2008). The current study suggests that religious 
beliefs can possibly serve as a key element in moderating the relationship between 
emotional reactions toward death and dying and preferences for end-of-life care.    
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5.5 Summary   
In this study, sixteen interviews offered rich data in relation to personal preferences 
for and experiences of end-of-life care, and the influence of broader cultural, social 
and contextual factors on preferences for end-of-life care. Firstly, participants 
pointed out the importance of timing, being optimistic, providing specific 
information and involving support persons in end-of-life communication. Secondly, 
they stated their preferences relating to preparation for the end of life and 
maintenance of quality of life in which the preferred care would not be static as their 
preferences could be influenced by various factors over time. Accordingly, Schirm et 
al. (2008) suggested that decision-making near the end of life is an ongoing process 
that changes over time as the person’s health status and preferences change. This 
indicates the importance of end-of-life communication in daily life and the 
importance of the role of health professionals in end-of-life discussions.  Schirm et al. 
(2008) also suggested that ongoing discussions among patients, family members and 
healthcare providers offer opportunities to understand preferences on the basis of 
what is happening in the present.  
 
A series of factors generated from the interviews which shaped individual 
preferences for end-of-life care included: personal experiences of end-of-life care, 
social, cultural and religious aspects, professional and community resources, 
perceptions about services at the end of life and personal attitudes toward death and 
dying. Firstly, people often described and constructed the meaning of end-of-life 
decisions based on their experiences of observing the distress of those who were 
dying and experiencing the distress of their families. Secondly, the social and 
cultural norms placed on folk custom belief, saving face and filial piety played an 
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important role in making end-of-life decisions in a social environment where people 
tend to share the same values, beliefs and customs. Indeed, culture is comprised of 
practiced beliefs, values and ways of life that have been systematically structured and 
institutionalised (Huang, Yates, & Prior, 2009b).. 
 
In addition, social interactions which involved openness to discuss end-of-life, and 
family bonds, often facilitated the process of making end-of-life decisions for 
individuals and their loved ones. For instance, in this study, home was often 
considered the preferred place for end-of-life care due to close ties with families. It 
has been suggested that presence of social support is a strong consideration for home 
as the preferred place of end-of-life care (Murray, Fiset, Young, & Kryworuchko, 
2009).  
 
The data in the present study also suggested that people’s belief in reincarnation and 
personal beliefs about life also provided meaning, hope and guidance in making end-
of-life decisions. As noted in previous studies, individual preferences for end-of-life 
care can be influenced by a range of factors, including prior experiences of illness 
and death, religion and spirituality, and emotional and family considerations 
(Gauthier, 2005; Glass & Nahapetyan, 2008; Lambert et al., 2005). Gauthier (2005) 
also stated that spirituality could influence the decision-making process in end-of-life 
care and a belief in God or a higher power could offer people strength and security as 
they face the end of life.  
 
Furthermore, people’s understandings of or views about end-of-life services and their 
emotional reactions toward the ultimate question after death, and one’s own and 
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others’ death and dying also shaped their decisions about or preferences for end-of-
life care. Finally, professional and community resources were stressed as important 
in helping to enhance the understandings of end-of-life services and making 
decisions about end-of-life care. Many recent studies conducted in Western contexts 
have suggested that most people lacked knowledge about and had not heard of 
advance directives (Kwak & Salmon, 2007; Ko & Berkman, 2012; West & Hollis, 
2012), and that such inadequate understanding often influenced their preferences 
toward end-of-life care (West & Hollis, 2012). Studies in different social and cultural 
contexts highlight the significance of professional and community resources and 
understandings of services and support in the process of end-of-life care planning 
and decision-making.  
 
Overall, findings from this study offered an overview of personal experiences of and 
preferences for end-of-life care and also explored the influence of broader cultural, 
social and contextual factors on preferences for and decisions about end-of-life care. 
Categories which were generated from the interviews were utilised to identify 
specific societal levels and variables within Simons-Morton et al.’s (2012) Social 
Ecological Model, which was used to inform the development of a hypothesised 
model for the second stage quantitative study. Categories which were selected to 
inform the development of a hypothesised social ecological model of preferences for 
end-of-life care included: social, cultural and religious aspects, professional and 
community resources, perception about end-of-life services and personal attitudes 
toward death and dying, as these factors can be operationalised and tested.  
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The proposed social ecological model of preferences for end-of-life care for the 
second stage study is presented in Chapter 3. The results of the first stage study were 
also used to support and complement the findings of the structured testing model of 
the second stage study. The procedure and the results of the model testing are 
described in the following chapter.   
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CHAPTER 6 
RESULTS FOR SECOND STAGE STUDY 
 
6.1 Introduction 
This chapter presents the results of the second stage study. It includes a description 
of findings from the phase one pilot study and phase two cross-sectional survey of 
the Taiwanese sample. This chapter discusses the results of the feasibility and the 
reliability testing of the translated scales in Section 6.2. The response rate for the 
cross-sectional survey is described in Section 6.3. The strategy for managing missing 
data is addressed in Section 6.4. Section 6.5 presents the descriptive results from 
analysis of data from the cross-sectional study. A report on outcomes from the 
testing of assumptions to justify the statistical analysis used is presented in Section 
6.6. An overview of findings from the bivariate analyses is then presented to describe 
the relationships between independent and dependent variables in Section 6.7. 
Section 6.8 describes the dummy-variable coding for multiple regressions. The 
results of the multiple regression analyses are described in Section 6.9. The chapter 
finishes with a brief summary of the major findings of this study.        
 
6.2 Results of the Pilot Study  
The purpose of this pilot study was to assess the feasibility of the recruitment 
strategies and to undertake preliminary assessment of the reliability of the translated 
instruments for a Taiwanese sample. The following sections describe the results of 
the feasibility (Section 6.2.1) and reliability testing of the translated instruments 
(Section 6.2.2).  
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6.2.1 Feasibility of Recruitment Strategies  
A major purpose of the pilot study was to assess the feasibility of the proposed 
recruitment strategies and to estimate likely response rates. Fain (2010) suggested 
that assessing feasibility can help researchers plan a full-scale study and to assess 
whether the research protocol is realistic. In this study, pre-letters and recruitment 
flyers were sent in advance of the questionnaires to a convenience sample of 100 
adults, aged over 20 years old, who were selected by the coordinator of one 
community from a list of people living in Ping Tung City, a community with a 
population of 3332 people. The selection of those 100 city-dwelling adults involved a 
convenience sampling approach. That is, the coordinator selected people known to 
him because they had frequent contact with him and because they lived nearby in the 
community. A total of 6 non-participation forms were returned after about 2 weeks. 
A questionnaire and information sheet was then sent out to the 94 individuals who 
did not return the non-participation form. A total of 30 questionnaires were 
completed and returned (30% response rate). Careful examination of the returned 
questionnaires identified that there were no significant missing data in particular 
scales and no additional comments written on the questionnaires. There were also no 
cases with ≥ 50% of items missing. Participants included 7 males (23.3%) and 23 
females (76.7%), who ranged in age from 21 to 70 years old, with a mean age of 
48.83 years (SD=11.93 yrs). The majority of the participants were married (60.0%), 
unemployed (46.7%), Buddhist (50.0%), and had senior high school education 
(36.7%). One participant specified that his education level was of vocational high 
school. A summary of the demographic background of participants is presented in 
Table 6.1.  
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Table 6.1 Demographic Background of Participants for the Pilot Study 
Variable Frequency Percentage 
Gender   
Male  7 23.3% 
    Female 23 76.7% 
Age (years) Mean=48.83, Std. Deviation=11.93,  Min=21, 
Max=70 
Education    
Primary school 4 13.3% 
Junior high school 1 3.3% 
Senior high school  11 36.7% 
College  5 16.7% 
Undergraduate 7 23.3% 
Masters  1 3.3% 
Others  1 3.3% 
Marital status    
Single 7 23.3% 
Married  18 60.0% 
Devoiced/separated  1 3.3% 
De facto  1 3.3% 
Widowed  3 10.0% 
Employment status    
Employed  10 33.3% 
Unemployed  14 46.7% 
Retired  6 20.0% 
Religious affiliation    
Buddhism  15 50.0% 
Taoism  7 23.3% 
Christianity  5 16.7% 
No affiliation  3 10.0% 
 
6.2.2 Internal Consistency of Scales  
The internal consistency of the modified and translated instruments in this study was 
assessed by Cronbach’s alpha coefficient. Table 6.2 suggests that the alpha values in 
this pilot test are similar to the results of the original author’s studies, even though 
the coefficients for the MEMD, AVS-R, DUREL-M and “Death of Self Subscale” 
were slightly lower than those from the original author’s studies. The reasons for this 
difference could be the large difference in sample size and sample population. That is, 
the sample size and population for the original studies where the scales were 
developed and tested were 168 patients for MEMD (Schwartz et al., 2004), 618 
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students for AVS-R (Kim & Hong, 2004), 191 students for the “Death of Self 
Subscale” (Lester & Abdel-Khalek, 2003), and almost 7,000 community members 
for DUREL (Koenig & Büsing, 2010). There were only 30 city-dwelling adults 
surveyed in the present study. Nonetheless, the alpha values of modified and 
translated scales were all over .70, representing acceptable levels of reliability 
(Pallant, 2011). In addition, item-total correlation values for the scales were 
acceptable, with results as follows: modified MPP (r coefficients from .66 to .90); 
MEMD (r coefficients from .51 to .69); DUREL (r coefficients from .44 to .58); 
UCLA-SSI (r coefficients from .65 to .91); and HAS (r coefficients from .04 to .75). 
Pallant (2011) suggested that an item-total correlation greater than .30 is considered 
acceptable. While two items in the HAS had item-total correlation values slightly 
lower than .30 (r coefficients were .24 for item one and .04 for item five), the overall 
alpha value of HAS-M was .83, representing an acceptable level of reliability. These 
two items were therefore included in the scale.  
 
Table 6.2 Internal Consistency of Scales 
Scales/Subscales Present study Original authors’ studies 
 
MPP-M 
 
  n=30 
Parker et al. (2001) 
n=351 patients 
Overall MPP-M  α=.97 n/a 
Facilitation  α=.95 α=.80 
Content  α=.94 α=.92 
Support α=.95 α=.90 
 
ADAS 
 
 
Nolan and Burder (1997) 
n=34 patients 
Overall ADAS α=.74 α=.74 
 
MEMD 
 
 
Schwartz et al. (2004) 
n=168 patients 
End-stage Terminal 
Illness Situation 
α=.79 α=.84 
 
HAS-M 
 Johnson et al. (2008) 
n=205 community dwellers 
      Overall HAS-M α=.83 α=.74 
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Table 6.2 con’t 
Scales/Subscales Present study Original authors’ studies 
 
AVS-R 
 Kim and Hong (2004) 
n=618 students 
Overall AVS-R  α=.74 α=.80 
 
DUREL-M 
 Koenig and Büsing (2010) 
n=7,000 community dwellers 
Overall DUREL-M  α=.75 α=.91 
IR  α=.74 α=.75 
CRS   
Overall CRS α=.85 n/a 
 
UCLA-SSI-M 
 Speed-Andrew (2008) 
n=38 church members 
Overall UCLA-SSI-M α=.93 α=.82 
 
 
CL-FODS 3
rd
  
 Lester and Abdel-Khalek  
(2003) 
n=191 students 
Overall CL-FODS 3
rd
  α=.96 n/a 
Death of self  α=.88 α=.91 
Dying of self α=.90 α=.92 
Death of others α=.92 α=.88 
Dying of others α=.91 α=.92 
KSS   
Overall KSS α=.89 n/a 
MPP-M=Measure of Public Preferences (Modified), ADAS=Advance Directives Attitude Scale, 
MEMD=Modified Emanuel Medical Directives, HAS-M=Hospice Attitude Scale (Modified), AVS-
R=Asian Values Scale-Revised, DUREL-M=The Duke University Religion Index (Modified), 
CRS=Community Resources Support, UCLA-SSI-M=University of California, Los Angles Social 
Support Inventory (Modified), CL-FODS 3
rd
=Collett-Lester Fear of Death Scale 3
rd
 Version, 
KSS=Knowledge about Services and Support. 
 
Overall, the results of the reliability of the instruments and the feasibility of 
recruitment strategies in this pilot test were satisfactory. The pre-letter, recruitment 
flyer, information sheet and questionnaire were therefore finalised for use in the 
cross-sectional survey.      
 
6.3 Response Rate for the Cross-sectional Survey 
After the reliability of the instruments and feasibility were confirmed, a pre-letter and 
recruitment flyer was sent to a random sample of 2000 city-dwelling adults from 
electoral rolls in advance of the questionnaires. The sample included people who 
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were over 20 years old and was compiled with the assistance of officials within the 
registry of the City Government in Ping Tung, in Taiwan. A total of 691 non-
participation forms (around 34.5% decline rate) was received within 3 weeks. 
According to Milde-Busch et al. (2010), 2848 out of 5870 people refused to 
participate in their population-based survey of quality of life in adolescents, a refusal 
rate of approximately 48.5%. An information sheet and questionnaire was then sent 
to these 1309 individuals who did not return the non-participation form. Of these 
1309, 478 questionnaires (a response rate 23.9% of the original random sample of 
2000) were returned within 6 weeks. These included 474 completed questionnaires 
and 4 questionnaires which were not completed. Of these 474 questionnaires, 3 
questionnaires had the majority of items missing in at least one scale for each 
questionnaire. However, because the number of missing items of these 3 
questionnaires accounted for less than 50% of the total items in the questionnaire, 
these responses were included in this study. After elimination of the 4 questionnaires 
which were not completed, the final response rate for valid questionnaires was 23.7% 
out of the original sample of 2000 individuals. According to Chao (1998), 
approximately 22% (676 out of 3000) of the general public completed and returned 
questionnaires in her study regarding end-of-life care in Taiwan. Other recent 
community surveys of end-of-life care in the USA have reported a response rate of 
around 21% (1,042 out of 5,000) and 24% (2,533 out of 10,204) of community-
dwelling residents (Schrader et al., 2009, 2010). The response rate in the current 
study was therefore considered to be within an acceptable range compared to these 
studies. A summary of the response rates at each stage of recruitment is presented in 
Figure 6.1.  
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Figure 6.1 Data Collection Process for the Cross-sectional Survey  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
6.4 Missing Data Strategy  
Two cases had a majority of items missing in UCLA-SSI-M and one case had a large 
number of the items missing in CL-FODS 3
rd
. Given the fact that there were missing 
values in the dataset, SPSS MVA (Missing Values Analysis, SPSS version 19.0) was 
performed to estimate the amount of missing data. The results showed that there was 
only between 0-1% of missing data across all measures. Among these measures, 
there were less than 0.8% of missing data for UCLA-SSI-M and less than 0.6% of 
missing data for CL-FODS 3
rd
. The missing patterns table also showed that missing 
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values were scattered randomly through the data matrix. Tabachnick and Fidell 
(2007) suggested that if only a few data points, 5% or less, are missing in a random 
pattern from a large data set, it is considered less serious and almost any procedures 
for handling missing data can yield similar results. Therefore, series mean imputation 
(Replace Missing Values, SPSS version 19.0) was conducted to replace the missing 
values. That is, means were calculated from available data and used to replace 
missing values prior to analysis (Tabachnick & Fidell, 2007).  
 
6.5 Results of the Descriptive Analyses of Cross-sectional Data  
This section describes the results of the descriptive statistical analyses of the cross-
sectional survey responses. The participants’ characteristics are presented in Section 
6.5.1. This is followed by preferences relating to care provided at the end of life in 
Section 6.5.2. Results of descriptive analyses of the proposed factors in four societal 
levels in the hypothesised social ecological model are presented in Sections 6.5.3 and 
6.5.4.   
 
6.5.1 Participant Characteristics  
Participants included 229 males (48.3%) and 243 females (51.3%). Two participants 
did not specify their gender. Participants ranged in age from 20 to 90 years old, with 
a mean age of 42.93 years (SD=13.61 yrs). The majority of the participants were 
married (53.4%), employed (78.3%), Buddhist (30.4%), Taoist (29.5%) and had an 
undergraduate education (40.3%). One participant specified that his education level 
was that of a university student. In terms of religion, six participants specified that 
their religious belief was Folk religion. One was a Jehovah’s Witness and another 
believed in Scientology. However, others did not specify their religious beliefs. A 
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summary of the demographic background of participants is presented in Table 6.3.  
 
Table 6.3 Demographic Background of Participants  
Variable Frequency Percentage 
 n=474 100% 
Gender 
a   
    Male  229 48.3% 
    Female 243 51.3% 
    Total 472 99.6% 
Age in years 
b Mean=42.93, Std. Deviation=13.61,  Min=20, Max=90 
Education 
c   
Primary school 10 2.1% 
Junior high school 11 2.3% 
Senior high school  87 18.4% 
College  115 24.3% 
Undergraduate  191 40.3% 
Masters  52 11.0% 
PhD  2 0.4% 
Others  1 0.2% 
  Total 469 98.9% 
Marital status 
d   
Single 175 36.9% 
Married  253 53.4% 
Devoiced/separated  20 4.2% 
De facto  3 0.6% 
Widowed  18 3.8% 
     Total 469 98.9% 
Employment status 
e   
Employed  371 78.3% 
Unemployed  71 15.0% 
Retired  31 6.5% 
    Total  473 99.8% 
Religious affiliation 
f   
Buddhism  144 30.4% 
Taoism  140 29.5% 
Catholicism 21 4.4% 
Christianity  64 13.5% 
Confucianism  3 0.6% 
No affiliation  86 18.1% 
Others 15 3.2% 
  Total 473 99.8% 
 
a-f
 means missing data. 
a
=2; 
b
=11; 
c
=5; 
d
=5; 
e
=1; 
f
=1.  
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6.5.2 Preferences Relating to Care Provided at the End of Life 
The actual range, mean and standard deviation of city-dwelling adults’ preferences 
for communication at the end of life, advance directives, life-sustaining measures and 
palliative care are presented in Table 6.4. The modified MPP was used to measure 
city-dwelling adults’ preferences for end-of-life communication. The distribution of 
the actual scores on the facilitation and support subscales indicate that participants’ 
scores ranged from the lowest to highest of the possible range. However, the actual 
scores for the content subscale was within the middle range of the possible scores, 
suggesting that there was less variation in terms of preferences for content at end-of-
life communication. In addition, the mean score on MEMD scale indicates that, on 
average, participants had less desire for life-sustaining treatments at the end of life in 
a terminal illness situation. In particular, among these life-sustaining treatments, 
participants reported less desire for life-sustaining treatments including mechanical 
breathing and cardiopulmonary resuscitation. The mean scores on ADAS and HAS-
M were also leaning toward the higher score end, suggesting that, on average, 
participants had more favourable preferences towards advance directives and 
palliative care.     
 
Table 6.4 Preferences relating to EOL Communication, Advance Directives, 
Life-sustaining Treatments and Palliative Care (n=474) 
 Possible 
Range 
Actual 
Range 
Scale Mean 
(sd) 
Preference relating to EOL 
communication 
   
Measure of Public Preferences (Modified)    
Facilitation  7-35 7-35 27.42 (5.10) 
Content 
 
13-65 24-49 37.22 (3.78) 
    Support  12-60 12-60 43.88 (9.43) 
Preference relating to Advance Directives     
Advance Directives Attitude Scale  
 
11-44 17-42 32.52(3.87) 
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Table 6.4 con’t 
 Possible 
Range 
Actual 
Range 
Scale Mean 
(sd) 
Preference relating to Life-sustaining 
Treatments 
   
Modified Emanuel Medical Directives
 
0-12 0-12 4.47 (3.60) 
Mechanical breathing 
 
0-3 0-3 0.77 (.97) 
    Artificial nutrition and hydration 
 
0-3 0-3 1.20 (1.06) 
    Antibiotics 
 
0-3 0-3 1.46 (1.25) 
    Cardiopulmonary resuscitation  0-3 0-3 1.04 (1.17) 
Preferences relating to Palliative Care    
Hospice Attitude Scale (Modified)
 
12-60 24-60 41.16 (6.67) 
 
 
6.5.3 Cultural and Community Level Factors 
The AVS-R and DUREL-M were used to measure adherence to Asian values and 
religious commitments, concepts identified as important indicators of the cultural 
level of influence. As can be seen in Table 6.5, the distribution of the actual scores 
on the AVS-R were towards the higher end of scores, suggesting that, on average, 
participants had moderate to strong adherence to Asian values. The mean score on 
the NORA scale also indicates that, on average, participants did not often spend time 
on private religious activities, such as prayer, meditation and scripture study. In 
addition, the mean score on the CRS suggests that, on average, participants perceived 
that there was a moderate level of resource support regarding planning for end-of-life 
healthcare from their communities. Among these sources of support, healthcare 
services seemed to provide more support, whereas neighbourhoods seemed to offer 
less support. 
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Table 6.5 Cultural and Community Level Factors: Results of Descriptive 
Analyses (n=474) 
 Possible  
Range 
Actual 
Range 
Scale Mean 
(sd) 
Cultural level    
Asian Values Scale-Revised
 
25-100 49-89 69.38 (6.07) 
Duke University Religion Index 
(Modified) 
   
Organisational Religious Activity
 
1-6 1-6 3.43 (1.26) 
Non-organisational Religious Activity 
 
1-6 1-6 2.27 (1.68) 
    Intrinsic Religiosity 3-15 3-15 9.76 (2.80) 
Community level    
Community Resources Support 
 
5-25 5-25 16.96 (3.43) 
Healthcare services   1-5 1-5 4.06 (0.67) 
    Neighbourhoods 
 
1-5 1-5  2.92 (1.01) 
    Voluntary organisations 
 
1-5 1-5 3.51 (0.92) 
    Churches 
 
1-5 1-5 3.25 (0.95) 
    Community centres 
 
1-5 1-5  3.22 (1.02) 
 
6.5.4 Interpersonal and Intrapersonal Level Factors 
At the interpersonal level, the mean score on the UCLS-SSI (modified) suggests that, 
on average, participants did not have significant levels of social interactions with 
their families, friends or partners in terms of planning for end-of-life healthcare.The 
CL-FODS 3
rd
 and the KSS were used to assess interpersonal level factors including 
fear of death and dying and knowledge about end-of-life services and support. In 
terms of the CL-FODS 3
rd
, the mean score on the “death of self” subscale suggests 
that, on average, participants had lower levels of anxiety about fear of death of self, 
compared to the mean scores on “dying of self”, “death of others” and “dying of 
others” subscales. In addition, the mean score on the KSS indicates that, on average, 
participants had moderate levels of knowledge about end-of-life services and support. 
Among these knowledge areas, participants had less understanding of durable power 
of attorney for health care and endorsing do-not-resuscitate (DNR) on the National 
Health Insurance Integrated Circuit (NHI IC) card. A summary of the results of the 
descriptive analyses is presented in Table 6.6.  
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Table 6.6 Interpersonal and Intrapersonal Level Factors: Results of Descriptive 
Analyses (n=474) 
 Possible  
Range 
Actual 
Range 
Scale Mean 
(sd) 
Interpersonal level    
University of California, Los Angles Social 
Support Inventory (Modified)  
10-51 10-51 23.68 (9.69) 
Intrapersonal level    
Collett-Lester Fear of Death Scale 3
rd
     
Death of self 
 
7-35 7-35 16.89 (7.63) 
Dying of self 
 
7-35 7-35 19.40 (7.79) 
Death of others 
 
7-35 7-35 19.98 (7.74) 
Dying of others 
 
7-35 7-35 20.90 (7.77) 
Knowledge about Services and Support 5-20 5-20 12.29 (3.44) 
Palliative care 
 
1-4 1-4 2.64 (0.76) 
Advance directives 
 
1-4 1-4 2.66 (0.81) 
Living wills 
 
1-4 1-4 2.63 (0.83) 
    Durable power of attorney for Health 
Care 
 
1-4 1-4 2.14 (0.94) 
    Endorsing DNR on the NHI IC card 
 
1-4 1-4   2.23 (1.21) 
 
 
6.6 Test of Assumptions  
To ensure the inferential statistical tests were appropriate, the assumptions of 
bivariate and multivariate normality were tested. These tests included normality 
analysis (Section 6.6.1), linearity and homoscedasticity (Section 6.6.2) and 
multicollinearity analysis (Section 6.6.3).  
 
6.6.1 Normality Analysis 
Normality analysis was undertaken to ensure that the assumption of normality was 
met in this study. Normality of variables is assessed by either statistical or graphical 
methods. Two components of normality are skewness (the symmetry of the 
distribution) and kurtosis (the peakedness of a distribution) (Argyrous, 2011; Meyers, 
Gamst, & Guarino, 2006). In this study, the normality of each variable was examined 
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by an inspection of skewness and kurtosis coefficients. The level of rejection was set 
at < -2 or > 2 (George & Mallery, 2011). A skewness/kurtosis value between ± 1.0 is 
considered excellent for most psychometric purposes. However, a value between ± 
2.0 is also acceptable (George & Mallery, 2011; Meyers et al., 2006). The results of 
this analysis are presented in Table 6.7. Variables were all within acceptable limits of 
normality. In addition, the graphical assessment involved examination of histograms 
and normal probability plots. The graphics showed symmetrical distribution of data 
of all variables. Taking HAS-M for an example, the histogram shows a symmetrical 
distribution of data, and the probability plot shows that the residual line closely 
follows the diagonal line, suggesting a normal distribution of data. The examples 
presenting a histogram and probability plot of HAS-M scores are shown in Figures 
6.2 and 6.3.  
 
Figure 6.2 Histogram of HAS-M Scores 
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Figure 6.3 Normality Probability Plot of HAS-M Scores 
 
 
Table 6.7 Analysis of Skewness and Kurtosis for Variables  
Variables Skewness Kurtosis 
Preferences relating to EOL communication   
Measure of Public Preferences (Modified)   
Facilitation  (n=474) -.31 -.22 
Content  (n=474) .32 .53 
Support  (n=474) -.06 -.20 
Preferences relating to advance directives   
Advance Directives Attitude Scale (n=474) -.16 .77 
Preferences relating to life-sustaining 
treatments  
  
Modified Emanuel Medical Directives (n=474) .47 -.75 
Preferences relating to palliative care    
Hospice Attitude Scale (Modified) (n=474) .12 -.47 
Cultural level   
Asian Values Scale-Revised (n=474) .37 .55 
Duke University Religion Index (Modified)   
Organization Religious Activity (n=474) .55 -.11 
Non-organization Religious Activity (n=474) 1.15 -.05 
    Intrinsic Religiosity (n=474) -.02 -.33 
Community level   
Community Resources Support (n=474) -.61 .87 
Interpersonal level   
University of California, Los Angles Social 
Support Inventory (Modified) (n=474) 
.69 -.52 
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Table 6.7 con’t 
Variables Skewness Kurtosis 
Intrapersonal level   
Age in years (n=463) .37 -.14 
Knowledge about Services and Support (n=474)   .40 -.30 
Collett-Lester Fear of Death Scale 3
rd
   
Death of Self (n=474) .59 -.20 
Dying of Self (n=474) .09 -.68 
Death of Others (n=474) .03 -.62 
Dying of Others (n=474) -.13 -.63 
 
 
6.6.2 Linearity and Homogeneity of Variance  
Linearity and homogeneity of variance between each dependent and independent 
variable were assessed via residual scatterplots. Pallant (2011) suggests that residual 
scatterplots are often used to check for the linearity and homogeneity of variance. As 
a general rule of thumb, a null plot shows the residual falling randomly, with 
relatively equal dispersion about the zero reference line and no strong tendency to be 
either greater or less than the zero reference line, suggesting that these two 
assumptions are met (Hair, Black, Babin, Anderson, & Tatham, 2006). The results of 
the standardised residual plots identified no variances being unequally distributed 
greater or less than the zero reference line suggesting that the assumptions of 
linearity and homoscedasticity were met across each dependent and independent 
variable. Taking an example of the residual plot of the HAS-M scores and UCLA-
SSI-M scores, the standardised residual plot shows a linear relationship, with the 
variances being equally distributed (Figure 6.4).        
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Figure 6.4 Residual Plot of HAS-M Scores with UCLA-SSI-M Scores 
 
 
6.6.3 Multicollinearity Analysis 
Multicollinearity is a situation that exists when more than two independent variables 
correlate very strongly. Such a condition can affect the rejection of null hypotheses. 
This is because the presence of multicollinearity can distort the values of the 
regression coefficients of the highly correlated independent variables and therefore 
can fail to achieve statistical significance (Meyers et al., 2006). An assessment of the 
correlations of independent variables in the correlation matrix was performed to 
identify any substantial collinearity (coefficient .90 and above) (Pallant, 2011). As 
Table 6.8 shows, the correlation coefficients between all independent variables were 
within acceptable limits, indicating that no significant collinearity existed. In 
addition, Tolerance and Variance Inflation Factor (VIF) statistics were used to assess 
multicollinearity. In general, the cut-off point is less than .10 for tolerance values and 
more than 10 for VIF values, indicating multicollinearity (Meyers et al., 2006). In 
this study, tolerance values (Tolerance range: .199-.962) and VIF values (VIF range: 
1.039-5.037) were within the acceptable level.     
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Table 6.8 Correlation between Continuous Independent Variables 
 1 2 3 4 5 6 7 8 9 10 11 
1.AVS -           
2.ORA .09 -          
3.NORA .03 .63 -         
4.IR .11 .54 .59 -        
5.CRS .14 .11 .08 .14 -       
6.UCLA .02 .11 .12 .08 .11 -      
7.KSS .00 .13 .07 .10 .10 .26 -     
8.DeS .03 -.07 -.09 -.09 .05 .10 -.01 -    
9.DyS .03 -.06 -.07 -.13 .08 .09 -.05 .78 -   
10.DeO .05 -.07 -.15 -.10 .02 .02 -.03 .71 .80 -  
11.DyO .05 -.07 -.10 -.14 .05 .01 -.02 .65 .78 .86 - 
AVS=Asian Values Scale-Revised, ORA=Organizational Religious Activity, NORA=Non-
Organizational Religious Activity, IR=Intrinsic Religiosity, CRS=Community Resources Support, 
UCLA=University of California, Los Angles Social Support Inventory (Modified), KSS=Knowledge 
about Services and Support, DeS=Death of Self, DyS=Dying of Self, DeO=Death of Others, 
DyO=Dying of Others.  
 
The results of these tests suggested that the assumption of normality, linearity, 
homogeneity of variance and absence of multicollinearity were met. Parametric tests 
were therefore deemed appropriate for data analysis in this study.   
 
 
6.7 Association between Participants’ Backgrounds, Societal Level 
Factors and Preferences for Care at the End of Life   
This section describes the results of correlation analyses for the cross-sectional 
survey. The association between participants’ backgrounds and preferred care at the 
end of life is presented in Section 6.7.1. This is followed by association between 
cultural and community factors and preferred care at the end of life in Section 6.7.2. 
The association between interpersonal and intrapersonal factors and preferred care at 
the end of life is described in Section 6.7.3.  
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6.7.1 Association between Gender, Age and Preferences for Care at the End of 
Life 
An independent-sample t-test was used to compare the mean scores for the Measure 
of Public Preferences (Modified), Advance Directives Attitude Scale, Modified 
Emanuel Medical Directives and Hospice Attitude Scale (Modified) between males 
and females. As can be seen in Table 6.9, there is a significant difference between 
males and females on the mean scores for Hospice Attitude Scale (Modified) (t=-
2.651, p=.008), with females reporting more favourable preferences toward palliative 
care than males. However, there was no statistically significant difference between 
males and females in terms of their preferences relating to communication at the end 
of life, advance directives and life-sustaining treatments. A detailed summary of the 
findings of the analyses is presented in Table 6.9.      
 
Table 6.9 Preferences for Care at the End of Life by Gender 
 Male 
(n=229) 
Mean(sd) 
Female 
(n=243) 
Mean (sd) 
t df 
Preferences relating to EOL 
Communication 
    
Measure of Public Preferences 
(Modified) 
    
Facilitation 27.05 (5.38) 27.73 (4.80) -1.45 470 
Content  37.32 (3.97) 37.13 (3.62) .54 470 
Support  44.37 (9.83) 43.33 (8.99) 1.16 470 
Preferences relating to Advance 
Directives 
    
Advance Directives Attitude Scale 32.37 (4.01) 32.71 (3.71) -.94 470 
Preferences relating to Life-
sustaining Treatments 
    
Modified Emanuel Medical 
Directives 
4.50 (3.58) 4.45 (3.63) .15 470 
Mechanical breathing .79 (1.00) .74 (.94) .60 470 
Artificial nutrition and hydration 1.21 (1.06) 1.19 (1.07) .28 470 
Antibiotics 1.45 (1.22) 1.47 (1.28) -.20 470 
Cardiopulmonary resuscitation 1.04 (1.14) 1.05 (1.20) -.05 470 
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Table 6.9 con’t 
 Male 
(n=229) 
Mean(sd) 
Female 
(n=243) 
Mean (sd) 
t df 
Preferences relating to Palliative 
Care 
    
Hospice Attitude Scale (Modified) 40.30 (6.90) 41.92 (6.35) -2.65
**
 461 
**
p<.01 (2-tailed).  
 
Pearson’s correlation coefficients were used to assess the association between age, 
Measure of Public Preferences (Modified), Advance Directives Attitude Scale, 
Modified Emanuel Medical Directives and Hospice Attitude Scale (Modified). As 
Table 6.10 shows, there was a strong negative correlation between age and 
facilitation (r=-.16, p<.001), with decreased age associated with high levels of 
preferences for facilitation in end-of-life communication. In contrast, there is a 
positive correlation between age and content (r=.10, p<.05), with increased age 
associated with high levels of preferences for content in end-of-life communication. 
In addition, on average, age was negatively correlated with MEMD (r=-.10, p<.05). 
The results indicate that decreased age was associated with increased desire for life-
sustaining treatments in end-stage, terminal illness situations. Among these life-
sustaining treatments, cardiopulmonary resuscitation (r=-.13, p<.01) and mechanical 
breathing (r=-.10, p<.05) were significantly correlated with age, with the direction of 
correlation suggesting that decreased age was associated with increased desire for 
cardiopulmonary resuscitation and mechanical breathing in end-stage, terminal 
illness situations. However, there was no association between age and HAS-M. A 
summary of the findings is presented in Table 6.10.  
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Table 6.10 Preferences for Care at the End of Life by Age (n=463) 
 Age (years) 
Preferences relating to EOL communication  
Measure of Public Preferences (Modified)  
Facilitation                  -.16
***
 
Content                    .10
*
 
Support                   -.08 
Preferences relating to Advance Directives  
Advance Directives Attitude Scale     -.02 
Preferences relating to Life-sustaining Treatments  
Modified Emanuel Medical Directives      -.10
*
 
Mechanical breathing     -.10
*
 
Artificial nutrition and hydration                   -.06 
Antibiotics     -.04 
Cardiopulmonary resuscitation        -.13
**
 
Preferences relating to Palliative Care  
Hospice Attitude Scale (Modified)  -.02 
*
p<.05;
**
p<.01;
***
p<.001 (2-tailed). 
 
6.7.2 Association between Cultural and Community Level Factors and 
Preferences for Care at the End of Life 
Pearson’s correlations were used to assess the relationship between variables at 
cultural and community levels and variables concerning preferences for care at the 
end of life. At a cultural level, as Table 6.11 shows, AVS-R was positively correlated 
with MPP-f, MPP-c, MPP-s, ADAS and MEMD, indicating that participants with a 
high adherence to Asian values had high levels of preferences for content (r=.90, 
p<.0001), support (r=.29, p<.0001) and facilitation (r=.27, p<.0001 ) in end-of-life 
communication, more favourable attitudes toward advance directives (r=.15, p<.001) 
and more desire for life-sustaining treatments (r=.09, p<.05) in end-stage, terminal 
illness situations. ORA (r=.11, p<.05) and IR (r=.12, p<.01) were also positively 
correlated with MPP-c, suggesting that participants with frequent participation in 
organised religious activities and with higher intrinsic religiosity had high levels of 
preferences for content in end-of-life communication. At a community level, the 
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results show that, on average, support from healthcare services, voluntary 
organisation, churches and community centres were significantly associated with 
preferences for end-of-life care. Among those, participants who reported high levels 
of healthcare services’ support in their communities report higher scores on MPP-f 
(r=.31, p<.0001), MPP-s (r=.30, p<.0001), MPP-c (r=.22, p<.0001), ADAS (r=.30, 
p<.0001), MEMD (r=.15, p<.001) and HAS-M (r=.13, p<.01). The results indicate 
that with high levels of healthcare services’ support, participants preferred to have 
facilitation, content and support in end-of-life communication. They also had more 
favourable preferences toward advance directives and palliative care and they have 
more desire for life-sustaining treatments in end-stage, terminal illness situations. In 
addition, voluntary organisational support was positively associated with MPP-s 
(r=.29, p<.0001), MPP-c (r=.19, p<.0001), MPP-f (r=.16, p<.001) and ADAS (r=.24, 
p<.0001), indicating that participants who reported high levels of organisational 
support in their communities preferred to have support, content and facilitation in 
end-of-life communication and that they had more favourable preferences toward 
advance directives. Also, participants who reported high levels of support from 
churches preferred support (MPP-s, r=.13, p<.01) and facilitation (MPP-f, r=.13, 
p<.01) in end-of-life communication. Furthermore, the correlation analyses show that 
the community centres’ support was correlated with the MPP-s (r=.23, p<.0001), and 
ADAS (r=.10, p<.05), with the direction of association suggesting that participants 
who reported high levels of support regarding end-of-life healthcare planning from 
their community centres preferred to have support in end-of-life communication and 
that they had more positive preferences toward advance directives. Neighbourhood 
support, however, was not associated with preferred care at the end of life (Table 
6.11).   
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Table 6.11 Association between Variables at Cultural and Community Levels 
and Preferences for Care at the End of Life (n=474) 
 MPP-f MPP-c MPP-s ADAS MEMD HAS-M 
Cultural level       
AVS-R   .27
****
  .90
****
  .29
****
  .15
***
  .09
*
 .09 
DUREL-M       
  ORA -.01 .11
*
 .06 .07 -.01 .05 
  NORA -.01 .05 .02 .04 -.05 .05 
  IR -.01 .12
**
 .05 .04   .05 -.02 
Community level       
CRS    .16
***
   .14
**
  .27
****
   .16
***
 .04 .02 
  Healthcare services     .31
****
   .22
****
   .30
****
   .30
****
    .15
***
    .13
**
 
  Neighbourhoods   .02  -.02 .09   -.04 -.08 -.01 
Voluntary      
organisations  
    .16
***
   .19
****
   .29
****
   .24
****
   .09 -.01 
  Churches      .13
**
 .09    .13
**
   .09 -.03 .08 
  Community centres       .03 .08   .23
****
   .10
*
   .05 -.08 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001 (2-tailed). AVS-R=Asian Values Scale-Revised, DUREL-
M=The Duke University Religion Index (Modified), ORA=Organizational Religious Activity, 
NORA=Non-Organizational Religious Activity, IR=Intrinsic Religiosity, CRS=Community 
Resources Support, MPP-f=Measure of Public Preferences (Modified)-facilitation subscale, MPP-
c=Measure of Public Preferences (Modified)-content subscale, MPP-s=Measure of Public Preferences 
(Modified)-support subscale, ADAS=Advance Directives Attitude Scale, MEMD=Modified Emanuel 
Medical Directives, HAS-M=Hospice Attitude Scale (Modified).  
 
 
6.7.3 Association between Interpersonal and Intrapersonal Level Factors and 
Preferences for Care at the End of Life 
The relationships between variables at the interpersonal and intrapersonal levels and 
preferences for care at the end of life were investigated using Pearson’s correlation 
statistic. At the interpersonal level, as can be seen in Table 6.12, there was a positive 
correlation between UCLA-SSI-M, MPP-f (r=.16, p<.001), MPP-s (r=.11, p<.05), 
ADAS (r=.13, p<.01) and HAS-M (r=.15, p<.001), with high levels of social 
interaction associated with high levels of preferences for facilitation and support in 
end-of-life communication, and with more favourable preferences toward advance 
directives and palliative care. At the intrapersonal level, the subscales of “death of 
self” (r=-.15, p<.001), “death of others” (r=-.16, p<.001) and “dying of others” (r=-
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.13, p<.01) were negatively correlated with ADAS, indicating that participants who 
reported less fear of death of self, death of others and dying of others had more 
favourable preferences toward advance directives. The correlation analyses also 
showed that there was a negative association between the “Death of Self Subscale” 
and HAS-M (r=-.10, p<.05). This suggests that participants who had less fear of 
death of self report more positive preferences toward palliative care. In contrast, the 
“Death of Self” (r=.21, p<.0001) and “Dying of Self” (r=.12, p<.01) subscales are 
positively correlated with MEMD. The direction of correlation suggests that 
participants who reported high levels of anxiety about death of self and dying of self 
had high levels of desire for life-sustaining treatments in end-stage, terminal illness 
situations. In addition, on average, knowledge about end-of-life services and support 
was associated with preferences for care at the end of life. Palliative care, living wills 
and advance directives were positively associated with ADAS and HAS-M. The 
results suggest that participants who had more understanding of palliative care, living 
wills and advance directives reported more favourable preferences toward advance 
directives and palliative care. In contrast, there was a negative correlation between 
living wills and MEMD (r=-.12 p<.01), with low levels of understanding about 
living wills associated with high levels of desire for life-sustaining treatments in end-
stage, terminal illness, situations. Knowledge about endorsing DNR on the NHI IC 
card (r=-.12 p<.01) was also negatively correlated with ADAS, with the correlation 
direction suggesting that participants who reported low levels of understanding of 
this term had more favourable preferences toward advance directives.   
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Table 6.12 Association between Variables at Interpersonal and Intrapersonal 
Levels and Preferences for Care at the End of Life (n=474) 
 MPP-f MPP-c MPP-s ADAS MEMD HAS-M 
Interpersonal level       
UCLA-SSI-M .16
***
 .01 .11
*
 .13
**
 -.02 .15
***
 
Intrapersonal level       
CL-FODS 3
rd
        
  Death of self .01 -.01 .08 -.15
***
 .21
****
 -.10
*
 
  Dying of Self .08 .01 .06 -.08 .12
**
 .05 
  Death of others .02 -.01 .01 -.16
***
 .07 -.06 
  Dying of others -.01 -.01 .01 -.13
**
 .01 -.04 
KSS -.01 .02 .02 .07 -.10
*
 .12
**
 
  Palliative care .05 .06 .06 .11
*
 -.04 .20
****
 
  Advance directives .07 .02 .05 .20
****
 -.07 .14
**
 
  Living wills .08 .07 .06 .17
***
 -.12
**
 .17
***
 
  Durable power of  
  attorney for healthcare 
-.01 .01 -.01 -.01 -.07 .08 
Endorsing DNR on    
the  NHI IC card  
-.14
**
 -.06 -.05 -.12
**
 -.08 -.06 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001 (2-tailed). UCLA-SSI-M=University of California, Los Angles 
Social Support Inventory (Modified), CL-FODS 3
rd
=Collett-Lester Fear of Death Scale 3
rd
 Version, 
KSS=Knowledge about Services and Support, MPP-f=Measure of Public Preferences (Modified)-
facilitation subscale, MPP-c=Measure of Public Preferences (Modified)-content subscale, MPP-
s=Measure of Public Preferences (Modified)-support subscale, ADAS=Advance Directives Attitude 
Scale, MEMD=Modified Emanuel Medical Directives, HAS-M=Hospice Attitude Scale (Modified).  
 
6.8 Dummy-variable Coding  
A dummy-variable coding strategy was used for nominal variables with more than 
two categories. Regression analysis can be used with either continuous or 
dichotomous independent variables. A variable that is initially discrete can be used if 
it is first converted into a set of dichotomous variables by dummy variable coding 
with 1 and 0 (Tabachnick & Fidell, 2007). A reference group was chosen for each 
nominal variable, based on three criteria: being a useful comparison group, being 
well-defined and not having a very small sample size relative to other groups (Cohen 
et al., 2003).  
 
In this study, nominal variables, including gender, education level, employment 
status and religious affiliation were included in the regression analysis as covariates 
Chapter 6 
211 
based on the results of independent-sample t-test and evidence from the literature 
review. These nominal variables were converted into a set of dummy codes (see 
Table 6.13). For gender, male was assigned a value of 0 and female was assigned a 
value of 1.  
 
In terms of education level, due to the small sample size in some groups, categories 
within these groups were combined. That is, primary school (n=10) and junior high 
school (n=11) were combined into one group. Masters (n=52) and PhD (n=2) were 
also combined into one group, named postgraduate. Other education (n=1, 
undergraduate student) was included in the undergraduate group. After that, four 
dummy codes were created. Primary/junior high school was designated as the 
reference group which was assigned a value of 0. Senior high school was assigned a 
value of 1 (senior high school=1 vs. primary/junior high school=0). College was 
assigned a value of 1 (college=1 vs. primary/junior high school=0). Undergraduate 
was assigned a value of 1 (undergraduate=1 vs. primary/junior high school=0). 
Postgraduate (masters and PhD) was assigned a value of 1 (postgraduate=1 vs. 
primary/junior high school=0).  
 
In addition, two dummy codes were created for employment status. Unemployed 
status was chosen as the reference group, which was assigned a value of 0. Employed 
status was assigned a value of 1 (employed status=1 vs. unemployed status=0). 
Retired status was assigned a value of 1 (retired status=1 vs. unemployed status=0). 
In terms of religious affiliation, Confucianism (n=3) was combined with other 
religions due to the small sample size. After that, five dummy codes were created. 
No affiliation was designated as the reference group, which was assigned a value of 0. 
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Buddhism was assigned a value of 1 (Buddhism=1 vs. No affiliation). Taoism was 
assigned a value of 1 (Taoism=1 vs. No affiliation=0). Catholicism was assigned a 
value of 1 (Catholicism=1 vs. No affiliation=0). Christian was assigned a value of 1 
(Christian=1 vs. No affiliation=0). Other religious affiliation (Confucianism, Folk 
Religion, Jehovah’s Witness, Scientology and Religion not specified) was assigned a 
value of 1 (Other religions=1 vs. No affiliation=0).   
 
Table 6.13 Dummy Codes for Nominal Variables 
Nominal variables Reference group value Comparison group value 
Gender Male=0 Female=1  
Education level Primary/Junior high=0 Senior high=1 
College=1 
Undergraduate=1 
Postgraduate=1 
Employment status  Unemployed=0 Employed=1 
Retired=1 
Religious affiliation  No affiliation=0  Buddhism=1 
Taoism=1 
Catholicism=1  
Christian=1 
Others=1 
 
6.9 Influence of Societal Level Factors on Preferences for Care at the 
End of Life 
Preferences for care at the end of life are proposed as the outcomes that are 
influenced by multiple factors at the cultural, interpersonal, community and 
intrapersonal levels in the social ecological model. Preferred care includes end-of-life 
communication, advance directives, life-sustaining treatments and palliative care. 
The following sections address the research questions and describe the findings from 
analyses.   
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6.9.1 Influence of Cultural, Community, Interpersonal and Intrapersonal Level 
Factors on Preferences for End-of-life Communication 
Research question one 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences towards end-of-life 
communication?  
 
Hierarchical multiple regression analysis was employed to estimate how a set of 
independent variables explained the proportion of the variance in the dependent 
variables and to examine the relative predictive importance of independent variables 
at proposed societal levels. Variables which were selected into the regression 
equation were based on the results of correlation analysis. CL-FODS 3
rd
 was 
excluded in three prediction models, MPP-f, MPP-c, MPP-s, since the correlation 
coefficients were not statistically significant. For the MPP-f model, participants’ 
backgrounds, which included age, gender, education level, employment status and 
religious affiliation, and knowledge about endorsing DNR on the NHI IC card were 
entered in the equation first to control its effect in order to capture the effect of 
additional variables at the interpersonal, community, and cultural levels above and 
beyond the effect of variables at intrapersonal level on preferred end-of-life 
communication, in terms of facilitation. At step two, the UCLA-SSI-M at the 
interpersonal level was entered into the model. Variables at the community level 
which included support from healthcare services, voluntary organisations and 
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churches were entered into the model in step three. AVS-R at the cultural level was 
entered in the final step of the model.   
 
The results of the hierarchical multiple regression for variables predicting MPP-f 
(Table 6.14) suggest that the overall model was significant, with 22.7% of the 
variance in MPP-f being explained by these variables, R=.48, R
2
=.23, F (19, 438) = 
6.762, p<.0001.  At step one, the model was significant, F (14, 443) = 2.508, p<.01. 
Age, gender, education level, employment status, religious affiliation and knowledge 
about endorsing DNR on the NHI IC card accounted for 7.3% of the variance in 
MPP-f, R=.27, R
2
=.07. The result suggests that apart from demographics, knowledge 
about endorsing DNR on the NHI IC card (beta=-.130, t=-2.736, p<.01) predicted 
MPP-f. At step two, UCLA-SSI-M explained an additional 3.5% of the variance in 
MPP-f, R=.33, R
2
=.11, F change (1, 442) = 17.291, p<.0001. Greater reported social 
interactions about planning for end-of-life healthcare with the closest significant 
other predicted higher preferences for having facilitation in end-of-life 
communication. At step three, healthcare services’ support, voluntary organisational 
support and churches’ support explained an additional 7.2% of the variance in MPP-f, 
R=.42, R
2
=.18, F change (3, 439) = 12.852, p<.0001. Among these variables, 
healthcare services’ support made a unique contribution (beta=.270, t=5.465, 
p<.0001). Perceived high levels of healthcare services’ support predicted high levels 
of preferences for having facilitation in end-of-life communication. At the last step, 
AVS-R further improved prediction, explaining a further 4.6% of variance, R=.48, 
R
2
=.23, F change (1, 438) = 26.328, p<.0001. The result suggests that a stronger 
adherence to Asian values predicted higher preferences for having facilitation in end-
of-life communication.  A detailed summary of HMR results for MPP-f is presented 
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in Table 6.14.  
 
Table 6.14 Hierarchical Multiple Regression for Variables Predicting MPP-f  
MPP-f 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence 
   .073 .073 2.508
**
 
Age -.027 .023 -.071    
Gender .586 .481 .057    
Education       
   Senior High School 2.444 1.281 .187    
   College 2.954 1.287 .250
*
    
   Undergraduate 2.772 1.327 .268
*
    
   Postgraduate 4.378 1.471 .274
**
    
Employment       
   Employed .781 .702 .063    
   Retired .565 1.186 .027    
Religious affiliation       
   Buddhism .762 .711 .069    
   Taoism .922 .712 .083    
   Catholicism .604 1.271 .024    
   Christianity .220 .845 .015    
   Other religions .163 1.327 .006    
KSS       
   Endorsing DNR on the 
   NHI IC card 
-.551 .201 -.130
**
    
Step 2:  
Interpersonal influence 
   .108 .035 17.291
****
 
UCLA-SSI-M .102 .024 .193
****
    
Step 3:  
Community influence 
   .180 .072 12.852
****
 
CRS       
   Healthcare services  2.044 .374 .270
****
    
   Voluntary organisations -.155 .324 -.028    
   Churches .395 .294 .073    
Step 4:  
Cultural influence 
   .227 .046 26.328
****
 
AVS-R .189 .037 .225
****
    
 
Overall Model           R
2
=.227
****
, F (19, 438) = 6.762,  p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. MPP-f=Measure of Public Preferences (Modified)-facilitation 
subscale, KSS=Knowledge about Services and Support, UCLA-SSI-M=University of California, Los 
Angles Social Support Inventory (Modified), CRS=Community Resources Support, AVS-R=Asian 
Values Scale-Revised.  
 
Chapter 6 
216 
In addition, hierarchical multiple regression was performed for variables predicting 
MPP-c. The interpersonal influence was excluded in the regression equation because 
the correlation coefficient of UCLA-SSI-M was not significant. Age, gender, 
education level, employment status and religious affiliation were entered into the 
step one of the model to control its effect. Healthcare services’ support and voluntary 
organisational support at the community level were then entered into the model at 
step two. At the last step, AVS-R, ORA and IR at the cultural level were entered into 
the model. The results of the analysis (Table 6.15) suggest that the overall model was 
significant, with 81.9% of the variance in MPP-c being explained by these variables, 
R=.90, R
2
=.82, F (18,439) = 110.599, p<.0001. At step one, the model was not 
significant, R=.18, R
2
=.03, F (13, 444) = 1.111, p=.347. At step two, healthcare 
services’ support and voluntary organisational support at community level 
significantly improved the prediction, explaining an additional 5.5% of variance, 
R=.29, R
2
=.09, F change (2, 442) = 13.319, p<.0001. Among these variables, 
healthcare services’ support (beta=.173, t=3.370, p<.001) made the strongest unique 
contribution to explaining MPP-c, compared to voluntary organisational support 
(beta=.108, t=2.091, p<.05). Greater reported support from healthcare services and 
voluntary organisations predicted higher levels of preferences for having content in 
end-of-life communication. At the last step, AVS-R, ORA and IR at the cultural level 
further improved the prediction, explaining a further 73.3% of variance, R=.90, 
R
2
=.82, F change (3, 439) = 593.499, p<.0001. Among these variables, AVS-R made 
a unique contribution (beta=.890, t=42.063, p<.0001). Higher level of preferences for 
having content in end-of-life communication was predicted by higher level of 
adherence to Asian values. However, ORA and IR did not make statistically 
significant contributions to explaining MPP-c. A detailed summary of HMR results 
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for MPP-c is presented in Table 6.15. 
 
Table 6.15 Hierarchical Multiple Regression for Variables Predicting MPP-c  
MPP-c 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence 
   .031 .031 1.111 
Age .036 .017 .130
*
    
Gender -.125 .365 -.017    
Education       
   Senior High School .943 .970 .097    
   College .636 .973 .072    
   Undergraduate .989 1.004 .129    
   Postgraduate 1.368 1.113 .116    
Employment       
   Employed .072 .532 .008    
   Retired -.552 .896 -.036    
Religious affiliation       
   Buddhism 1.045 .539 .127
*
    
   Taoism 1.059 .539 .128
*
    
   Catholicism .771 .945 .042    
   Christianity 1.468 .640 .133
*
    
   Other religions 1.569 1.004 .079    
Step 2:  
Community influence 
   .087 .055 13.319
****
 
CRS       
  Healthcare services  .974 .289 .173
***
    
  Voluntary 
organisations  
.444 .213 .108
*
    
Step 3:  
Cultural influence 
   .819 .733 593.499
****
 
AVS-R .555 .013 .890
****
    
DUREL-M       
   ORA .025 .079 .008    
    IR .012 .036 .009    
 
Overall Model            R
2
=.819
****
, F (18,439) = 110.599,  p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. MPP-c=Measure of Public Preferences (Modified)-content 
subscale, CRS=Community Resources Support, AVS-R=Asian Values Scale-Revised, DUREL-
M=The Duke University Religion Index (Modified), ORA=Organizational Religious Activity, 
IR=Intrinsic Religiosity.  
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Analysis was conducted to identify variables predicting MPP-s. Participants’ 
backgrounds, which included age, gender, education level, employment status and 
religious affiliation were entered into the regression equation in the first step. At the 
second step, UCLA-SSI-M at the interpersonal level was entered into the model. At 
the third step, four variables: healthcare services’ support, voluntary organisational 
support, churches’ support and community centres’ support, at the community level 
were entered into the model. AVS-R at the cultural level was entered into the model 
in the last step. The results of the analysis (Table 6.16) suggest that the overall model 
was significant, with 22.9% of the variance in MPP-s being explained by these 
variables, R=.48, R
2
=.23, F (19, 438) = 6.849, p<.0001.  At step one, the model was 
significant, F (13, 444) = 2.179, p<.01. Age, gender, education level, employment 
status and religious affiliation accounted for 6.0% of the variance in MPP-s, R=.24, 
R
2
=.06. At step two, UCLA-SSI-M explained an additional 1.8% of variance, R=.28, 
R
2
=.08, F change (1, 443) = 8.621, p<.01. High levels of social interactions about 
planning for end-of-life healthcare with the closest significant other predicted high 
levels of preferences for having support in end-of-life communication. At step three, 
healthcare services’ support, voluntary organisational support, churches’ support and 
community centres’ support significantly improved prediction, explaining an 
additional 9.6% of variance, R=.42, R
2
=.17, F change (4, 439) = 12.739, p<.0001. 
Among these variables, healthcare services’ support (beta=.193, t=3.910, p<.0001) 
made a unique contribution to explaining MPP-s. Greater reported support from 
healthcare services predicted higher preferences for having support at the end of life. 
At the last step, an additional AVS-R further improved prediction, explaining a 
further 5.5% of variance, R=.48, R
2
=.23, F change (1, 438) = 31.389, p<.0001.  The 
result suggests that high levels of adherence to Asian values predicted high levels of 
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preferences for support in end-of-life communication. A detailed summary of HMR 
results for MPP-s is presented in Table 6.16.  
 
Table 6.16 Hierarchical Multiple Regression for Variables Predicting MPP-s 
MPP-s 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence 
   .060 .060 2.179
**
 
Age -.020 .042 -.029    
Gender -1.145 .895 -.061    
Education       
   Senior High School 7.627 2.382 .315
**
    
   College 7.364 2.388 .337
**
    
   Undergraduate 7.148 2.464 .373
**
    
   Postgraduate 7.702 2.731 .261
**
    
Employment       
   Employed -1.060 1.306 -.046    
   Retired -2.566 2.200 -.067    
Religious affiliation       
   Buddhism .204 1.322 .010    
   Taoism -.744 1.323 -.036    
   Catholicism -1.601 2.320 -.035    
   Christianity 1.239 1.571 .045    
   Other religions 5.888 2.466 .120
*
    
Step 2:  
Interpersonal influence 
   .078 .018 8.621
**
 
UCLA-SSI-M .133 .045 .137
**
    
Step 3:  
Community influence 
   .174 .096 12.739
****
 
CRS       
  Healthcare services  2.703 .691 .193
****
    
  Voluntary  Organisations  1.245 .677 .121    
  Churches  -.248 .563 -.025    
  Community centres  .876 .549 .095    
Step 4:  
Cultural influence 
   .229 .055 31.389
****
 
AVS-R .381 .068 .245
****
    
 
Overall Model             R
2
=.229
****
, F (19, 438) = 6.849, p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. MPP-s=Measure of Public Preferences (Modified)-support 
subscale, UCLA-SSI-M=University of California, Los Angles Social Support Inventory (Modified), 
CRS=Community Resources Support, AVS-R=Asian Values Scale-Revised. 
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Overall, the results suggest that variables at the cultural, community and 
interpersonal levels have a predictive power above and beyond variables at the 
intrapersonal level. At the interpersonal level, people who reported greater social 
interactions relating to end-of-life healthcare planning with their friends, family or 
partner had higher preferences to receive facilitation and support from health 
professionals in end-of-life communication. At the community level, greater support 
from healthcare services made a unique contribution to explaining MPP-f, MPP-c 
and MPP-s. That is people who reported significant levels of support from healthcare 
services in their communities had high levels of preferences to have health 
professionals offer facilitation, content and support at the end of life. At the cultural 
level, people with a stronger adherence to Asian values reported higher preferences 
for facilitation, content and support provided by health professionals in end-of-life 
communication. The findings demonstrate the influences of broad social and 
environmental factors on Taiwanese city-dwelling adults’ preferred methods of 
communication at the end of life.   
 
6.9.2 Influence of Cultural, Community, Interpersonal and Intrapersonal Level 
Factors on Preferences for Advance Directives 
Research question two 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences toward advance 
directives?  
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Hierarchical multiple regression was performed for variables predicting ADAS. 
Variables selected into the regression equation were based on the correlation analysis 
results. In terms of religiosity at the cultural level, DUREL-M was excluded in this 
model because the correlation coefficient was not significant. At the first step, 
participants’ backgrounds, which included age, gender, education level, employment 
status and religious affiliation, knowledge about palliative care, advance directives, 
living wills and endorsing DNR on the NHI IC card, and death of self, death of 
others and dying of others were entered into the model to control its effect. At the 
second step, UCLA-SSI-M at the interpersonal level was entered. Healthcare 
services’ support, voluntary organisational support and community centres’ support 
at the community level were entered into the model at step three. At the last step, 
AVS-R at the cultural level was entered into the model. The results of the analysis 
(Table 6.17) suggest that the overall model was significant, with 25.6% of the 
variance in ADAS being explained by these variables, R=.51, R
2
=.26, F (15, 432) = 
5.938, p<.0001. At step one, the model was significant, F (20, 437) = 4.572, p<.0001. 
Age, gender, education level, employment status, religious affiliation, knowledge 
about palliative care, advance directives, living wills,  endorsing DNR on the NHI IC 
card, death of self, death of others and dying of others explained  17.3% of the 
variance in ADAS, R=.42, R
2
=.17. The result shows that in addition to demographics, 
knowledge about endorsing DNR on NHI IC card (beta=-.215, t=4.343, p<.0001) and 
advance directives (beta=.189, t=2.741, p<.01) predicted ADAS. At step two, 
UCLA-SSI-M explained an additional 1.3% of variance, R=.43, R
2
=.19, F change (1, 
436) = 7.057, p<.01. Greater reported social interactions about planning for end-of-
life healthcare predicted more favourable preferences toward advance directives. At 
step three, healthcare services’ support, voluntary organisational support and 
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community centres’ support significantly improved prediction of ADAS, explaining 
an additional 6.0% of variance, R=.50, R
2
=.25, F change (3, 433) = 11.560, p<.0001. 
Among these variables, healthcare services’ support (beta=.188, t=3.905, p<.0001) 
made the strongest unique contribution to explaining ADAS compared to voluntary 
organisational support (beta=.160, t=2.669, p<.01) and community centres’ support 
(beta=-.084, t=-1.506, p=.133).  At the last step, AVS-R further improved prediction, 
explaining a further 0.9% of variance, R=.51, R
2
=.26, F change (1, 432) = 5.339, 
p<.05.  A detailed summary of HMR results for ADAS is presented in Table 6.17.  
Table 6.17 Hierarchical Multiple Regression for Variables Predicting ADAS 
ADAS 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence  
   .173 .173 4.572
****
 
Age .013 .017 .047    
Gender .716 .350 .093
*
    
Education       
Senior High School 2.485 .935 .250
**
    
College 1.989 .939 .221
*
    
Undergraduate 2.531 .970 .322
**
    
Postgraduate 4.308 1.074 .356
****
    
Employment       
Employed -.171 .512 -.018    
Retired .476 .862 .030    
Religious affiliation       
Buddhism -.869 .517 -.103    
Taoism -.144 .518 -.017    
Catholicism .082 .927 .004    
Christianity 1.041 .613 .092    
Other religions -.893 .964 -.044    
KSS       
Palliative care .078 .277 .015    
Advance directives  .901 .329 .189
**
    
Living wills .397 .303 .085    
Endorsing DNR on the 
NHI IC card 
-.690 .159 -.215
****
    
CL-FODS 3
rd
        
Death of self -.044 .032 -.086    
Death of others -.018 .048 -.036    
Dying of others -.020 .043 -.040    
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Table 6.17 con’t 
ADAS 
Variables B SE B β R2 ΔR2 ΔF 
Step 2:  
Interpersonal influence 
   .186 .013 7.057
**
 
UCLA-SSI-M .048 .018 .121
**
    
Step 3:  
Community influence 
   .247 .060 11.560
****
 
CRS       
Healthcare services  1.080 .277 .188
****
    
Voluntary organisations  .675 .253 .160
**
    
Community Centres  -.319 .212 -.084    
Step 4:  
Cultural influence 
   .256 .009 5.339
*
 
AVS-R .064 .028 .101
*
    
 
Overall Model         R
2
=.256
****
, F (25, 432) = 5.938, p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. ADAS= Advance Directives Attitude Scale, KSS=Knowledge 
about Services and Support, CL-FODS 3
rd
=Collett-Lester Fear of Death Scale 3
rd
 Version, UCLA-
SSI-M=University of California, Los Angles Social Support Inventory (Modified), CRS=Community 
Resources Support, AVS-R=Asian Value Scales-Revised. 
 
Overall, the results suggest the predictive importance of cultural, community and 
interpersonal factors above and beyond individual factors. In this study, people who 
reported more understanding about advance directives and less understanding about 
endorsing DNR on the NHI IC card had more favourable preferences toward advance 
directives. The better understanding about the general term of advance directives, the 
more favourable preferences people had. However, when it came to increased 
understanding about the specific term of endorsing DNR on the NHI IC card, the 
preferences toward advance directives became less favourable. At the interpersonal 
level, people who reported greater social interactions about planning for end-of-life 
healthcare had more positive preferences toward advance directives. At the 
community level, greater support from healthcare services and voluntary 
organisations in the communities made a unique contribution to explaining ADAS 
scores. At the cultural level, people with a stronger adherence to Asian values 
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reported more favourable preferences toward advance directives. The findings 
demonstrate the influence of broad social and environmental factors on Taiwanese 
city-dwelling adults’ preferences for advance directives.  
 
6.9.3 Influence of Cultural, Community, Interpersonal and Intrapersonal Level 
Factors on Preferences for Life-sustaining Treatments 
Research question three 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources support at the community level, and social interactions 
regarding planning for end-of-life healthcare at the interpersonal level yield 
predictive capacity above and beyond personal attributes, knowledge about services 
and support and fear of death and dying at the individual level on personal 
preferences towards life-sustaining measures?  
 
Hierarchical multiple regression was conducted for variables predicting MEMD. 
Variables selected into the regression equation were based on the correlation analysis 
results. In this model, interpersonal influence was excluded because the UCLA-SSI-
M correlation coefficient was not statistically significant. Participants’ backgrounds, 
which included age, gender, education level, employment status, religious affiliation, 
knowledge about living wills, and death of self and dying of self, were entered into 
the regression model to control its effect. At the second step, healthcare services’ 
support at the community level was entered. At the last step, AVS-R at the cultural 
level was entered into the model. The results of the analysis (Table 6.18) suggest that 
the overall model was significant with 15.3% of the variance in MEMD being 
explained by these variables, R=.39, R
2
=.15, F (18,439) = 4.389, p<.0001. At the first 
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step, the model was significant, F (16, 441) = 3.720, p<.0001. Age, gender, 
education level, employment status, religious affiliation, knowledge about living 
wills, death of self and dying of self explained 11.9% of the variance in MEMD, 
R=.34, R
2
=.12. Death of self (beta=.263, t=3.487, p<.001) made the strongest unique 
contribution to explaining MEMD. The result indicates that greater reported fear of 
death of self predicted higher desire for life-sustaining treatments in end-stage of life, 
terminal illness situations.  In step two, healthcare services’ support significantly 
improved prediction, explaining an additional 2.8% of the variance in MEMD, R=.38, 
R
2
=.15, F change (1, 440) = 14.649, p<.0001. At the last step, AVS-R scores, 
however, did not explain additional variance, R=.39, R
2
=.15, F change (1, 439) = 
2.705, p=.10.    
Table 6.18 Hierarchical Multiple Regression for Variables Predicting MEMD  
MEMD 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence  
   .119 .119 3.720
****
 
Age -.016 .016 -.060    
Gender -.070 .336 -.010    
Education       
Senior High School .842 .886 .091    
College 1.021 .890 .122    
Undergraduate .958 .921 .131    
Postgraduate .738 1.025 .066    
Employment       
Employed -1.907 .489 -.218
****
    
Retired -1.577 .824 -.109    
Religious affiliation       
Buddhism -.627 .492 -.080    
Taoism -.427 .493 -.054    
Catholicism -.006 .861 .000    
Christianity -1.105 .584 -.105    
Other religions 1.291 .920 .069    
KSS       
Living wills -.362 .199 -.083    
CL-FODS 3
rd
        
Death of self .124 .036 .263
***
    
Dying of self -.036 .036 -.078    
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Table 6.18 con’t 
MEMD 
Variables B SE B β R2 ΔR2 ΔF 
Step 2:  
Community influence  
   .147 .028 14.649
****
 
CRS       
Healthcare services  .934 .244 .175
****
    
Step 3:  
Cultural influence 
   .153 .005 2.705 
AVS-R .044 .027 .075    
 
Overall Model         R
2
=.153
****
, F (18,439) = 4.389, p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. MEMD= Modified Emanuel Medical Directives, KSS= 
Knowledge about Services and Support, CL-FODS 3
rd
=Collett-Lester Fear of Death Scale 3
rd
 Version, 
CRS=Community Resources Support, AVS-R=Asian Values Scale-Revised. 
 
Overall, the results suggest that community factors have an influence above and 
beyond individual factors on Taiwanese city dwellers’ preferences for life-sustaining 
treatments. At the individual level, fear of death of self predicted MEMD scores. 
People who had higher scores on the Fear of Death of Self Subscale reported that 
they had more desire for life-sustaining treatments in end-stage of life, terminal 
illness situations. At the community level, people who perceived greater support 
from healthcare services in their communities reported more desire for life-sustaining 
measures to prolong life in terminal illness situations. However, AVS-R scores did 
not explain additional variance in MEMD scores.  
 
6.9.4 Influence of Cultural, Community, Interpersonal and Intrapersonal Level 
Factors on Preferences for Palliative Care 
Research question four 
Does adherence to Asian values and religious commitments at the cultural level, 
community resources at the community level, and social interactions regarding 
planning for end-of-life healthcare at the interpersonal level yield predictive capacity 
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above and beyond personal attributes, knowledge about services and support and fear 
of death and dying at the individual level on personal preferences towards palliative 
care?  
 
Hierarchical multiple regression was performed for variables predicting HAS-M. 
Variables selected into the regression equation were based on the correlation analysis 
results. In this model, cultural influence was excluded because AVS-R and DUREL-
M correlation coefficients were not statistically significant. At step one, age, gender, 
education level, employment status, religious affiliation, knowledge about palliative 
care, advance directives, living wills and death of self were entered into the 
regression model. At step two, UCLA-SSI-M at the interpersonal level was entered. 
At the community level, healthcare services’ support was entered into the model in 
the last step. The results of the analysis (Table 6.19) suggest that the overall model 
was significant, with 18% of the variance in HAS-M being explained by these 
variables, R=.42, R
2
=.18, F (19, 438) = 5.057, p<.0001. At the first step, the model 
was significant, F (17, 440) = 5.136, p<.0001. Age, gender, education level, 
employment status, religious affiliation, knowledge about palliative care, advance 
directives and living wills and death of self explained 16.6% of the variance in  
HAS-M, R=.41, R
2
=.17. The result shows that apart from demographics, knowledge 
about palliative care (beta=.167, t=3.125, p<.01) and death of self (beta=-.121, t=-
2.686, p<.01) predicted HAS-M.  That is people who reported more understanding of 
knowledge about palliative care and less fear of death of self had more favourable 
preferences toward palliative care. At the second step, UCLA-SSI-M significantly 
improved prediction of HAS-M, explaining an additional 0.8% of variance, R=.42, 
R
2
=.17, F change (1, 439) = 4.298, p<.05. However, healthcare services’ support did 
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not explain any additional variance in HAS-M in the last step, R=.42, R
2
=.18, F 
change (1, 438) = 3.337, p=.07.   
 
Table 6.19 Hierarchical Multiple Regression for Variables Predicting HAS-M 
HAS-M 
Variables B SE B β R2 ΔR2 ΔF 
Step 1:  
Intrapersonal influence  
   .166 .166 5.136
****
 
Age .015 .029 .030    
Gender 2.064 .600 .155
***
    
Education       
Senior High School 1.899 1.605 .111    
College 3.380 1.614 .218
*
    
Undergraduate 2.982 1.669 .220    
Postgraduate 5.819 1.850 .279
**
    
Employment       
Employed 2.228 .883 .138
**
    
Retired 2.321 1.483 .086    
Religious affiliation       
Buddhism 1.030 .888 .071    
Taoism 1.704 .890 .117    
Catholicism -1.939 1.572 -.060    
Christianity 3.044 1.057 .156
**
    
Other religions -2.272 1.662 -.065    
KSS       
Palliative care 1.469 .470 .167
**
    
Advance directives .006 .565 .001    
Living wills    .442 .517 .055    
CL-FODS 3
rd
        
Death of self  -.106 .039 -.121
**
    
Step 2:  
Interpersonal influence 
   .174 .008 4.298
*
 
UCLA-SSI-M .065 -.031 .094
*
    
Step 3:  
Community influence  
   .180 .006 3.337 
CRS       
Healthcare services  .807 .442 .082    
 
Overall Model              R
2
=.180
****
, F (19, 438) = 5.057, p<.0001 
 
*
p<.05;
**
p<.01;
***
p<.001;
****
p<.0001. HAS-M= Hospice Attitude Scale (Modified), KSS= Knowledge 
about Services and Support, CL-FODS 3
rd
=Collett-Lester Fear of Death Scale 3
rd
 Version, UCLA-
SSI-M=University of California, Los Angles Social Support Inventory (Modified), CRS=Community 
Resources Support.  
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Overall, the results indicate the predictive importance of interpersonal factors above 
and beyond individual factors on preferences for palliative care. At the individual 
level, people who reported more understanding of the term palliative care and less 
fear of death of self had more favourable preferences toward palliative care. At the 
interpersonal level, people who experienced greater social interactions with their 
closest friend, family or partner in terms of planning for end-of-life healthcare 
reported more favourable preferences toward palliative care. However, healthcare 
services’ support scores did not explain additional variance in HAS-M scores.  
 
6.10 Summary  
The findings of the pilot test and cross-sectional survey are described in detail in this 
chapter. The social ecological model highlighted a number of potential factors at 
various levels that were investigated in this chapter to identify their influence of 
preferences for care at the end of life. These factors included Asian values and 
religious commitments at the cultural level, community resources support at the 
community level, social interactions regarding planning for end-of-life healthcare at 
the interpersonal level and knowledge about end-of-life services and support and fear 
of death and dying at the intrapersonal level. The outcome variables of interest 
included preferences for care provided at the end of life, end-of-life communication, 
advance directives, life-sustaining measures and palliative care. In the pilot study, 
instruments were translated into Chinese and tested on a sample of city-dwelling 
adults in Taiwan. Feasibility for recruitment strategies was also assessed. Results of 
the internal consistency (Cronbach’s alpha) of all scales and feasibility for 
recruitment strategies demonstrated a satisfactory level prior to the cross-sectional 
survey being taken in Taiwan.  
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The findings of the main cross-sectional study highlight the predictive importance of 
cultural, community and interpersonal factors on preferences for end-of-life care 
above and beyond individual factors. Firstly, the findings identified a significant and 
positive relationship between Asian values, community resources support, social 
interactions and preferences for end-of-life communication. People who experienced 
significant levels of social interactions relating to end-of-life healthcare planning 
with their closest significant others (friends, family or partner) had high levels of 
preferences for having facilitation and support from health professionals at the end of 
life. People with greater support from healthcare services in the communities and a 
stronger adherence to Asian values preferred to have health professionals provide 
facilitation, content and support in end-of-life communication.  
 
Secondly, Asian values, community resources support, social interactions and 
knowledge about services and support appear to be important to people’s preferences 
for advance directives. This result suggests that the better the understanding of 
advance directives, the more favourable preferences people had. People who had 
greater social interactions about planning for healthcare with their closest significant 
others (friends, family or partner), greater support from healthcare services and 
voluntary organisations in the communities and a stronger adherence to Asian values 
had more favourable preferences toward advance directives.     
 
Thirdly, community and psychological factors were identified as having major 
influences on people’s preferences for life-sustaining treatments. The result indicates 
that people who reported more fear of death of themselves had more desire to receive 
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life-sustaining measures to prolong life. Greater support from healthcare services in 
the community was also a significant determinant of people’s increased desire for 
having life-sustaining treatments in terminal illness situations.  
 
The results support the proposed relationships derived from the conceptual 
framework in this study and confirm that social interactions, knowledge about 
services and support and fear of death and dying have an influence on people’s 
preferences for palliative care. At the individual level, people who reported more 
understanding about palliative care and less fear of death of themselves have more 
favourable preferences toward palliative care. At the interpersonal level, people who 
experienced significant levels of social interactions about planning for end-of-life 
healthcare with their closest significant others (friends, family or partner) reported 
high levels of preference for palliative care. Overall, the findings of this study 
demonstrate the significance of proximate, intermediate and distal determinants of 
people’s preferences for end-of-life care. In the next chapter, the major findings 
identified in this study are discussed.  
 
 
 
Chapter 7 
232 
CHAPTER 7 
DISCUSSION AND CONCLUSIONS 
 
7.1 Introduction 
This final chapter discusses the findings of the study. A summary of the study is 
presented in Section 7.2. Descriptions of the major findings from this study, based on 
the social ecological perspective, are provided and discussed in Sections 7.3 and 7.4. 
A number of theoretical and practical implications for enhancing care at the end of 
life are suggested in Section 7.5. The limitations of this study are outlined and 
recommendations for future research investigating individual preferences for end-of-
life care are presented in Section 7.6.   
 
7.2 Summary of the Study 
This study examined the influence of broader cultural, social and contextual factors 
on city-dwelling adults’ preferences for end-of-life care in a Taiwanese social 
context, including end-of-life communication, advance directives, life-sustaining 
treatments and palliative care. Due to limited information in relation to end-of-life 
care in the current literature, a two stage multimethod design, which consisted of a 
qualitative approach, followed by a quantitative approach, was employed to obtain a 
better understanding of Taiwanese city-dwelling adults’ experiences of and 
preferences for end-of-life care and to identify broader cultural, social and contextual 
factors which shape preferences for end-of-life care. Simons-Morton et al.’s (2012) 
Social Ecological Model was used to guide this investigation.  
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The first stage of the study involved semi-structured interviews to obtain a broad 
description of the phenomenon in relation to experiences of and preferences for end-
of-life care and to explore the influence of broader cultural, social and contextual 
factors on people’s preferences for end-of-life care in the Taiwanese social context. 
The results of the first stage study were used to inform the second stage study. 
Sixteen participants over 20 years old were interviewed. Findings highlighted the 
importance of timing, being optimistic, providing specific information and involving 
support persons during end-of-life communication. The findings also revealed 
participants’ preferences relating to preparation for the end of life and maintenance 
of quality of life in which their preferences were influenced by a range of factors. A 
number of contributing factors, which shaped preferences for care, were generated 
from the interviews, including personal experiences of end-of-life care, social, 
cultural and religious aspects, professional and community resources, perceptions 
about services at the end of life and personal attitudes toward death and dying. 
Categories generated from the interview data were used to identify specific societal 
levels and variables within Simons-Morton et al.’s (2012) Social Ecological Model 
for the second stage study. Categories, which were selected to inform the 
development of a hypothesised model, included social, cultural and religious aspects, 
professional and community resources, perception about services at the end of life 
and personal attitudes toward death and dying, as these categories could be 
operationalised and tested in the second stage study. The proposed social ecological 
model of preferences for end-of-life care for the second stage study was presented in 
Chapter 3.  
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The second stage of this study used a quantitative approach to test the proposed 
social ecological model of preferences for end-of-life care so as to explore the level 
of preferences for end-of-life care and to identify broader cultural, social and 
contextual factors across proposed societal levels, which shape individual 
preferences for end-of-life care, in a large sample of Taiwanese city-dwelling adults. 
This stage consisted of two phases: a pilot study and a cross-sectional survey.  In the 
first phase, the instruments were modified based on the research purpose and the 
Taiwanese context. The instruments were also translated into Chinese via a rigorous 
translation process. The results of the pilot study involved a convenience sample of 
Taiwanese city dwellers, and demonstrated a satisfactory level of instrument 
reliability and feasibility for recruitment strategies. In the second phase, a cross-
sectional survey was conducted on a random sample of 2000 city-dwelling adults. A 
response rate of approximately 24% (474 city-dwelling adults) was achieved. The 
findings of this study identified the extent to which broader cultural, community and 
interpersonal factors influenced preferences for end-of-life care. The major findings 
for the first and second stage studies are discussed in the following sections.  
 
7.3 Major Findings: Experiences of and Preferences for End-of-Life 
Care among Taiwanese City Dwellers 
The major concept that was explored in the interview data was that of personal 
preferences for end-of-life care. The issue explored included preferences relating to 
end-of-life communication, preparation for the end of life and maintenance of quality 
of life. The findings revealed substantial variation between individuals in terms of 
end-of-life communication. While some people emphasised the importance of timing 
in discussions about end-of-life issues, others highlighted the significance of 
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providing specific information and involving support persons. Participants noted the 
importance of involving significant others and health professionals in end-of-life 
discussions. As noted in previous studies among community-dwelling adults 
conducted in Korea and the USA, being open and honest (Ko, Nelson-Becker, Park, 
& Shin, 2013; McDonald et al., 2003) and involving family members or significant 
others (McDonald et al., 2003) were reported to be important in end-of-life 
discussions, as they could help individuals make decisions and plan for the remaining 
time left (Ko et al., 2013).  However, in the current study, being optimistic for loved 
ones was also raised as an essential element of end-of-life discussions. That is, 
participants noted that end-of-life discussion is a challenging and an emotionally 
charged process, which can cause emotional distress or harm to their loved ones. 
This finding is consistent with the literature, which suggests that the impact of end-
of-life discussions can be devastating for all involved and have a negative impact on 
loved ones (Chiu et al., 2006; Ko et al., 2013). The results of these studies are likely 
to reflect the strong value placed on obligation for one’s family as part of the social 
norms in Asian countries.   
 
In addition, this study uncovered varying individual preferences for preparation for 
the end of life. Some participants described that they often addressed financial and 
funeral matters in the form of wills or insurance. They tended to clarify their 
healthcare choices by stating them in living wills, appointing a healthcare proxy and 
signing an organ donation form. These individuals commonly believed that this 
could help to prepare them for the unexpected, and create fewer burdens for their 
families. Previous studies conducted in the USA (McCarthy et al., 2008; McDonald 
et al., 2003), Korea (Kim et al., 2012) and Japan (Miyata et al., 2006) have similarly 
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reported that community-dwelling adults, on average, prefer to have written 
documents for healthcare wishes, such as living wills (Kim et al., 2012; McCarthy et 
al., 2008; McDonald et al., 2003), to verbally express and reinforce their preferences 
with others (Kim et al., 2012; Miyata et al., 2006; McDonald et al., 2003) and to 
appoint a healthcare proxy (Miyata et al., 2006; McCarthy et al., 2008). However, 
not all individuals in this study expressed a preference for engaging in such 
preparations for death. That is, some individuals described being reluctant to 
consider such preparations as they felt unable to predict future preferences accurately, 
they felt they did not have the moral authority to make decisions for a future self, and 
they did not want to cause distress to their families. A similar study in the USA has 
also reported that it was common for community members to keep putting off such 
discussions, as they felt it was not necessary at that point in their life, that they were 
uncomfortable making end-of-life care decisions, and they trusted their family to 
make the decisions (McDonald et al., 2003). 
 
Preferences relating to maintenance of quality of life were also explored, including 
maintaining physical comfort, emotional comfort and living a meaningful life. For 
instance, one participant noted: “it’s better to die than to torture”. Participants often 
described their preferences to maintain physical comfort by not having resuscitation, 
intubation, tracheotomy or ventilators to prolong their life, if the disease was 
incurable and death was imminent. Previous studies conducted in Eastern and 
Western contexts have similarly suggested that some people consider relying on life-
sustaining measures, such as cardiopulmonary resuscitation and artificial nutrition 
and hydration, to be meaningless when there is no hope of recovery and death is 
imminent (Kim et al., 2012; Ko et al., 2013; Matsui & Braun, 2009). Importantly, in 
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contrast to the views of participants in this study, other studies have suggested that 
Asian populations are more likely to favour curative or aggressive treatments to 
prolong life than Western groups (Payne et al., 2005; Williams et al., 2007). The 
results of these studies cannot be generalised to the Taiwanese population, as they 
were conducted on different Asian populations and in different social contexts. 
Taiwanese people may be more likely than other Asian populations to favour a 
peaceful and dignified death without invasive interventions, as there is potentially 
greater diversity in views and there has been more exposure to western medicines 
than in other Asian populations. 
 
The concept of meaning of life was an important consideration among participants as 
they described preferences for end-of-life care. Meaning of life was conceptualised 
based on individual values and perspectives, which people defined as being 
meaningful in their life. These included dedicating their life to others, living a 
fulfilled life and spending time with family and friends at the end of life. Participants 
commonly stated that if the disease was incurable and death was imminent, they 
preferred to live a meaningful life rather than to receive life-prolonging treatments 
and to be hospitalised in a palliative ward. A systematic review of determinants 
about place of end-of-life care suggested that social support is a strong consideration 
for home as the preferred place of care at the end of life (Murray et al., 2009). Indeed, 
home-based care was often considered to be the optimal place for end-of-life care 
and death by participants in this study, as it could allow them to interact with family 
and friends, consistent with their descriptions of a meaningful social life. 
Interestingly, Taiwanese participants’ preferences are not very different to those of 
community-dwelling adults in other social contexts. As previous studies conducted 
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on the population of Korean Americans (Kwak & Salmon, 2007), Canadian senior 
citizens (Wilson, 2000) and Hawaiian residents (Braun et al., 2001) noted, home was 
often considered as the optimal place for end-of-life care and death (Braun et al., 
2001; Kwak & Salmon, 2007; Wilson, 2000) and family was one of the key elements 
of appropriate care, with home deaths contingent upon the availability and capability 
of family members (Wilson, 2000).  
 
Participants in this study highlighted the importance of timing, providing specific 
information, involving support persons and being optimistic in end-of-life 
communication and they showed their individual preferences to address financial and 
funeral matters and to clarify healthcare choices in end-of-life preparation. They 
further emphasised how and why they personally preferred to maintain physical and 
emotional comforts and to live a meaningful life. However, they expressed concern 
that certain factors could significantly influence the process of end-of-life 
discussions, preparations and decisions in relation to care provided at the end of life. 
A series of factors generated from the interviews, which shaped participants’ 
preferences for end-of-life care were also identified. Participants constructed the 
meaning of decisions at the end of life based on their experiences of observing the 
distress of those who were dying and experiencing the distress of their families. The 
end of life was considered a source of physical and emotional distress for those who 
were dying and a source of emotional distress for families. These experiences often 
played an essential role in shaping an individual’s decisions about and preferences 
for end-of-life care. Other factors included social, cultural and religious aspects, 
professional and community resources, perceptions about services at the end of life 
and personal attitudes toward death and dying, which were utilised to inform the 
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development of a hypothesised social ecological model of preferences for end-of-life 
care, as those factors were able to be operationalised and tested in the second stage 
quantitative study. 
 
The findings of the study support claims made by many scholars that people’s 
preferred process of end-of-life discussions, preparations and preferences can be 
influenced by social and cultural norms, the adequacy of systems for advance care 
planning in local communities, lack of knowledge about advance directives and 
palliative care, and negative emotional reactions toward death and dying. Other 
studies have similarly reported that personal experiences with illness or death, levels 
of support from families and strength of religious or spiritual beliefs can help to 
facilitate end-of-life decision-making (Glass & Nahapetyan, 2008; Ko & Berkman, 
2012; Kwak & Salmon, 2007; McDonald et al., 2003). The following section 
presents a discussion of the influence of broader cultural, social and contextual 
factors on individual preferences for end-of-life care.  
 
7.4 Summary of Major Findings: The Influence of Cultural, 
Community, Interpersonal and Intrapersonal Level Factors on 
Preferences for Care at the End of Life 
This is the first study to use a social ecological model to explore preferences for care 
at the end of life. Specifically, Simons-Morton et al.’s (2012) Social Ecological 
Model was used as a conceptual framework to investigate the significance of cultural, 
community, interpersonal and intrapersonal determinants of preferences for end-of-
life care. This study yields a number of important insights on the wide range of 
influences on Taiwanese city-dwelling adults’ preferences relating to end-of-life 
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communication, advance directives, life-sustaining treatments, and palliative care. It 
also offers strong support for using social ecological frameworks to address the 
issues of preferences for end-of-life care. The following sections discuss the 
significance of social ecological determinants of end-of-life communication (Section 
7.4.1), advance directives (Section 7.4.2), life-sustaining treatments (Section 7.4.3) 
and palliative care (Section 7.4.4).    
 
7.4.1 Social Ecological Influences on Preferences for End-of-life Communication 
As no studies investigating social ecological influence on preferences for end-of-life 
communication were found, the current study contributes to knowledge about the 
significance of broader cultural, social and contextual determinants on preferences 
for end-of-life communication. Participants have, on average, more variation in terms 
of their preferences for support and less variation in terms of their preferences for the 
content of communication at the end of life. A number of studies have been 
conducted in Western contexts (Brown et al., 2011; Mauri et al., 2009; Parker et al., 
2001) and Asian populations (Chiu et al., 2006) which have suggested that content is 
rated the most important issue in end-of-life communication. A systematic review of 
prognostic/end-of-life communication also suggested that people in the advanced 
stages of a life-limiting illness have high levels of information needs, including 
future symptoms and management, life expectancy and clinical treatments options 
(Parker et al., 2007). This highlights the importance of providing specific 
information about the disease and prognosis in end-of-life communication. Health 
professionals should therefore be aware that people require specific information as 
their health status changes (Ko & Lee, 2009).  
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Factors affecting Taiwanese city-dwelling adults’ preferences for end-of-life 
communication are evident in this study. At the individual level, the results revealed 
that education level and knowledge of endorsing “do-not-resuscitate” (DNR) on the 
National Health Insurance Integrated Circuit (NHI IC) card predicted preferences for 
end-of-life communication. Specifically, participants with higher education had 
higher preferences for having facilitation and support from health professionals. The 
results are consistent with other studies which suggest that higher education predicts 
higher scores on the facilitation scale (Parker et al., 2001) and the support scale 
(Mauri et al., 2009). Other researchers have also suggested that level of education is 
also significantly related to the content scale (Parker et al., 2001).  
 
Although this was not reported in the present study, other studies have reported that, 
compared to males, females have significantly higher scores on the content scale 
(Parker et al., 2001), the support scale (Brown et al., 2011; Chiu et al., 2006; Parker 
et al., 2001) and the facilitation scale (Brown et al., 2011) and that younger people 
have higher scores on the content scale (Brown et al., 2011) and the facilitation scale 
(Brown et al., 2011; Parker et al., 2001). Possible reasons for why there is a 
substantial difference in findings of previous studies and the present study could be 
due to the current study using a modified version of Measure of Public Preferences 
(MPP-M) based on clinical practice guidelines for communicating prognosis and 
end-of-life issues in the population of Taiwanese city-dwelling adults. Previous 
studies have used the Measure of Patient Preferences (MPP) in clinical samples of 
cancer patients in different populations in America (Parker et al., 2001), Singapore 
(Chiu et al., 2006), UK (Brown et al., 2011) and Italy (Mauri et al., 2009). It is 
surprising to note that the results have highlighted that participants who had more 
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understanding of endorsing DNR on the NHI IC card had lower preference for 
facilitation from health professionals. This finding suggests that people who 
understand more about their right to establish their DNR wishes may be more 
autonomous in decision-making and less keen to receive facilitation from health 
professionals in end-of-life communication.  
 
In addition, the results of this study demonstrate the significance of interpersonal 
determinants of preferences for end-of-life communication. The results identified 
that University of California, Los Angles Social Support Inventory-Modified 
(UCLA-SSI-M) scores explained an additional 3.5% of the variance in Measure of 
Public Preferences-facilitation (MPP-f) scores and an additional 1.8% variance in 
Measure of Public Preferences-support (MPP-s) scores. That is, participants who 
reported greater social interactions about planning for end-of-life healthcare with the 
closest family member/friend/partner had higher preferences for having facilitation 
and support from health professionals in end-of-life communication. From the social 
ecological perspective, people are influenced over the course of their life by family, 
friends, neighbours or colleagues. A great deal of social influence often occurs 
indirectly through an individual’s perceptions of what is allowed and what the 
expectations are of others regarding how we should behave (Simons-Morton et al., 
2012).  
 
Furthermore, at the community level, support from healthcare services and voluntary 
organisations in local communities significantly contributed to participants’ 
preferences for end-of-life communication. People who reported greater support 
from healthcare services regarding planning for end-of-life healthcare had higher 
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levels of preferences for having content, facilitation and support. Increased support 
from voluntary organisations also predicted higher preferences for having content 
from health professionals. Indeed, healthcare services and voluntary associations or 
churches individuals belong to can have an essential impact on their healthcare 
preferences (Bronfenbrenner, 1977; McLeroy et al., 1988), especially in terms of 
end-of-life communication. Greater support regarding end-of-life care from 
healthcare services can build a trusting relationship between health professionals and 
individuals, which in turn can enhance people’s willingness or desire to discuss and 
interact with health professionals.     
 
The current study provides evidence about the influences of a broad range of social 
contextual factors on Taiwanese city-dwelling adults’ preferred methods of 
communication at the end of life. Ko and Lee (2009) suggested that an individual’s 
decision about whether or not to engage in end-of-life communication could be 
influenced by his or her beliefs, as shaped by the cultural norms and social 
environments (Ko & Lee, 2009). In the current study, the results uncovered that 
participants with a stronger adherence to Asian values had a higher level of 
preferences for having facilitation, content and support from health professionals in 
end-of-life communication. The findings from interviews with participants also 
highlighted the importance of timing, providing specific information and involving 
support persons in end-of-life communication. It is surprising to note that the results 
are contradictory to the literature which suggests that discussion about death and 
dying is a taboo (Glass et al., 2010) and that direct discussion about poor diagnosis 
and prognosis is usually discouraged in Asian culture (Kwak & Salmon, 2007). The 
current study suggests that the change in preferences for discussion of end-of-life 
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issues could be due to a cultural transition and social change in Taiwan. According to 
the literature, there has been a social and cultural transition in an age of 
modernisation, globalisation and social pluralism in Taiwan (Chu, 2012; Zhang, Lin, 
Nonaka, & Beom, 2005). Since greater emphasis has been placed on patient 
autonomy (Yang et al., 2011), Taiwanese people’s values have shifted from family-
centred decision-making to be more focused on an individualistic self-determination. 
Taiwanese people have become more aware of their right to healthcare decision-
making and they have shaped their cultural values to adapt to the social change. 
Traditionally, within the context of filial piety, adult children are expected to provide 
proper health, safety, and emotional wellbeing to their loved ones, as these are 
considered to be moral obligations (Ko & Lee, 2009). The findings of the present 
study confirm that Taiwanese adults in contemporary society typically prefer to be 
informed of detailed information about disease conditions, diagnosis and prognosis, 
and have support and facilitation from health professionals to help them to plan for 
treatments and reduce the financial and psychological burden of families. Such 
facilitation and support from health professionals can potentially assist both 
individuals and families to minimise the distress associated with the emotionally-
charged process of end-of-life discussions. This study poses legitimate questions as 
to the ways in which the ideas of self-determination coexist with traditional values in 
Taiwanese society. How the coexistence of personal autonomy and traditional values 
influence end-of-life healthcare planning for Taiwanese city-dwelling adults is 
described in the next section.   
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7.4.2 Social Ecological Influences on Preferences for Advance Directives  
Advance directives provide individuals with the opportunity to discuss and plan their 
own healthcare decisions and healthcare proxies in the event that they become 
seriously ill (Heyman & Gutheil, 2010). Over the last decade, many studies have 
focused on completion rates for advance directives among community-dwelling 
adults in America (Braun et al., 2001; Jordan, 2010; Kelley et al., 2010; Ko, 2008; 
Morrison & Meier, 2004; McCarthy et al., 2008; McAuley et al., 2008). Other 
researchers have drawn attention to people’s preferences toward advance directives 
in America (Heyman & Gutheil, 2010), Korea (Kim, 2011; Kim et al., 2012), Japan 
(Miyata et al., 2006) and Taiwan (Hsu et al., 2012). This section explores the 
complex area of preferences for advance directives from a social ecological 
perspective with an emphasis on the role of cultural elements in decision-making at 
the end of life.  
 
The current study revealed that, on average, participants had a moderately favourable 
preference toward advance directives. Studies conducted on American and Korean 
populations also suggested that community-dwelling adults have moderately positive 
preferences toward advance directives (Douglas & Brown, 2002; Kim, 2011; 
Salmond & David, 2005). These results indicate that Taiwanese participants’ 
preferences are not very different to those of community-dwelling adults in other 
social contexts. However, what is important is that their preferences are, in turn, 
influenced by different underlying factors in different social contexts. While no other 
studies investigating social ecological influences were found, the current study 
identified the significance of distal, intermediate and proximate determinants of 
preferences toward advance directives.  
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In this study, at the individual level, gender, education level, knowledge about 
advance directives and endorsing DNR on NHI IC card significantly influenced 
preferences toward advance directives. The results suggested that being female, 
having a higher education level and more understanding of advance directives 
predicted favourable preferences toward advance directives. Salmond and David 
(2005) conducted a study regarding attitudes toward advance directives and advance 
directives completion rates among a convenience sample of 80 medical and surgical 
patients in a New Jersey hospital. They suggested that although advanced education 
and understanding of advance directives does not directly translate into completion, 
it does have some influence on people’s preferences for advance directives (Salmond 
& David, 2005). In contrast, other researchers have suggested that gender (Kim 
2011), age, education, and marital status (Kim, 2011; Nolan & Bruder, 1997) did not 
influence preferences toward advance directives among American and Korean 
populations. In the current study, city dwellers who reported more understanding 
about advance directives had more favourable preferences toward advance directives. 
The better their understanding of the term ‘advance directives’, the more favourable 
preferences people had. This study also highlights that while knowledge about 
advance directives can improve people’s preferences toward advance directives,  it 
may not be the most important reason for people to favour advance directives. As 
participants in the interviews noted, major reasons for end-of-life preparations 
included preparation for the unexpected, reducing the burden for family or 
significant others, not wanting life to be prolonged,  wanting to die with happiness 
and to die in a natural way.  
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Interestingly, the current study also revealed that when it came to increased 
understanding about the specific term of endorsing DNR on the NHI IC card, 
people’s preferences toward advance directives became less favourable. In 2006, the 
Department of Health Executive Yuan in Taiwan promoted the registration of opting 
for hospice palliative care and/or DNR being included on the NHI IC card (Hsu et al., 
2012) to ensure that personal wishes at the end of life could be respected and 
accessed by health professionals in the event of hospitalisation and inability to make 
making decisions. A study of older Taiwanese city-dwelling adults’ knowledge and 
attitudes toward palliative care suggested that more than 85% of participants did not 
want to endorse DNR on the NHI IC card (Hsu et al., 2012). Factors influencing their 
willingness to endorse DNR on the HNI IC Card included younger age and higher 
education level (Hsu et al., 2012). In the current study, possible explanations could 
be the uncertainty of future health conditions, uncertainty of healthcare preferences 
and not wanting to activate the DNR information on the HNI IC Card. In Nolan and 
Bruder’s (1997) study, participants who had completed advance directives did not 
provide a copy of advance directives to health professionals. The authors suggested 
that this may represent a desire not to activate the advance directives during a current 
admission or simply confusion about the position of advance directives.  
 
In addition, at the interpersonal level, UCLA-SSI-M scores explained an additional 
1.3% of variance in Advance Directives Attitude Scale (ADAS) scores. That is, 
participants with greater social interaction in relation to planning for end-of-life 
healthcare with their closest family member/friend/partner had more favourable 
preferences toward advance directives. No research investigating the influence of 
social interactions on preferences toward advance directives was found. Previous 
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research has mainly focused on the relationship between perceived social support and 
preferences toward advance directives (Heyman & Gutheil, 2010) and advance 
directives completion rates (Carr & Khodyakov, 2007; Hamel et al., 2002), with 
results suggesting no significant influence (Carr & Khodyakov, 2007; Heyman & 
Gutheil, 2010; Hamel et al., 2002). Social interaction in this study refers to social 
exchanges in which one person behaves in a manner meant to meet another’s needs. 
Such interaction involved specific acts of desiring, receiving and providing 
information, and tangible and emotional supports to people with stronger ties. The 
results from the interview study also revealed that social interactions which involved 
openness to discuss and strong family bonds significantly influenced the process of 
making decisions for individuals and loved ones at the end of life. Indeed, close ties 
with their family often helped people cope with life events commonly associated 
with health conditions. However, interdependence and deep emotional ties with 
family could be a challenge when making decisions at the end of life. One participant 
in the interview noted: “my emotional sentiment with them [families] also counts a 
lot”. According to Simons-Morton et al. (2012), personal health-related choices can 
be influenced by interaction with family, friends or neighbours who have stronger 
ties or connections with individuals because people tend to share social resources, 
such as emotional support, information and instrumental assistance with the people 
closest to them.  
 
At the community level, the current study revealed that increased support from 
healthcare services and voluntary organisations in relation to planning for end-of-life 
healthcare in the communities significantly contributed to more favourable 
preferences toward advance directives. Participants in the interview study also 
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expressed that information and resources provided in their communities enhanced 
their understanding of death and dying and helped them to plan for healthcare wishes 
at the end of life. From the social ecological perspective, mediating structures to 
which individuals belong, such as healthcare services, voluntary associations or 
churches, are important influences on an individual’s views and healthcare choices 
and also serve as connections or interrelations between individuals and the larger 
social environment (Bronfenbrenner, 1977; McLeroy et al., 1988). The results of this 
study reflected that perceived moderate support of health resources in the 
communities was associated with collaboration in promoting or delivering 
information and resources to people in the community among healthcare providers or 
between healthcare providers and voluntary associations. As participants in the 
interviews noted, seminars or courses about advance directives and end-of-life 
arrangements were run by Buddhist voluntary organisations and local hospitals in 
their region. However, the interview data also indicated that people often had to 
make an effort to access and obtain such resources. The use of tangible aids in local 
communities was suggested by participants as a useful means of facilitating planning 
for healthcare wishes at the end of life. The current study suggests that from the 
social ecological perspective, it is important to recognise key mediating structures, 
healthcare services and voluntary organisations to which individuals belong, and to 
strengthen these resources as important social resources that influence Taiwanese 
people’s values and healthcare choices (McLeory et al., 1988). 
 
At the cultural level, Asian Values Scale-Revised (AVS-R) scores further improved 
prediction, explaining a further 0.9% of variance in ADAS scores, although not 
necessarily in the direction that may have been expected. That is, since legal and 
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ethical exploration of medical decision-making has increasingly supported patient 
autonomy (Yang et al., 2011), Taiwanese people’s values have become more 
pluralistic and to some extent have shifted from a harmonious human relatedness to a 
more individualistic self-determination, despite the traditional cultural expectations 
of family-centred decision-making processes in Asian populations. In this study, 
participants with a stronger adherence to Asian values reported more favourable 
preferences toward advance directives. Participants in the interviews noted: “advance 
directives, I think we should have, that is, if we have the ability to make the decisions, 
we can make the best decisions” [Participant C] and that “at least, the family would 
have no words; only respect the decision” [Participant J]. Similarly, a recent study of 
willingness to have advance directives among the Taiwanese population noted that 
around 87% of participants showed high willingness to have advance directives 
(Yang et al., 2011). The authors of this study proposed that a major reason for this 
more positive attitude toward advance directives included greater emphasis on 
autonomy, human rights, respect for personal wishes, and death with dignity, where 
family conflicts were avoided (Yang et al., 2011). Taiwanese people today are more 
likely to exercise personal autonomy and the right to their own healthcare decisions. 
However, sometimes, they can be protective when making healthcare decisions for 
their loved ones because they believe that it can protect their loved ones from 
psychological or emotional harm. Yang et al. (2011) suggested that Taiwanese 
family members believe their loved ones would be too vulnerable to handle 
unfavourable news about their health conditions, for fear that their loved ones might 
lose the will to live. To find an appropriate balance, recognising interdependence and 
deep emotional ties between family members, which respect personal autonomy and 
personal wishes is of paramount importance in planning for advance directives in 
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Taiwan. Understanding the tensions that exist as traditional values change and 
accommodate a more diverse range of perspectives on issues such as family 
relationships is important in explaining the more positive views about advance 
directives that were observed in this study. 
 
7.4.3 Social Ecological Influences on Preferences for Life-sustaining Treatments 
The score on the Modified Emmanuel Medical Directives (MEMD) indicated that, 
on average, participants preferred not to receive life-sustaining treatments in end-
stage of life, terminal illness situations. Among life-sustaining treatments, they had 
less desire for mechanical breathing and cardiopulmonary resuscitation. The findings 
from interviews also indicated strong preferences not to have life-sustaining 
treatments to prolong life and strong wishes to live a meaningful and comfortable life 
and have a peaceful death. Accordingly, studies conducted on Swedish (Rydvall & 
LynÖ e, 2008), American (Cicirelli et al., 2000; Mok, Ting, & Lau, 2010) and 
Japanese American populations (Matsui & Braun, 2009) have suggested that the 
majority of adults would not want life-sustaining measures, including artificial 
ventilation, cardiopulmonary resuscitation and artificial nutrition (Cicirelli et al., 
2000; Mok et al., 2010; Matsui & Braun, 2009; Rydvall & LynÖ e, 2008) and that 
they preferred treatments to keep them comfortable and to have a good death (Mok et 
al., 2010).  
 
While no research investigating social ecological influences was found, the current 
study identified the significance of proximate and intermediate determinants of 
Taiwanese city-dwelling adults’ preferences for life-sustaining treatments. At the 
individual level, the results revealed that age, gender, education and religion did not 
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predict preferences for life-sustaining treatments. The results are consistent with 
studies conducted on populations of community-dwelling adults in Korea (Kim et al., 
2012) and America (Winter et al., 2009). These researchers suggested that age (Kim 
et al., 2012), gender (Kim et al., 2012; Winter et al., 2009), education (Winter et al., 
2009) and religion (Kim et al., 2012) are not significantly associated with treatment 
preferences. However, some studies suggested that other factors including younger 
age (Schrader et al., 2009, 2010; Winter et al., 2009), male gender (Bookwala et al., 
2001; Ko et al., 2012; Schrader et al., 2009), and high level of education (Ejaz, 2001) 
play a vital role in treatment preferences. The results also identified that participants 
who were employed had less personal desire for life-sustaining treatments at the end 
of life than those who were unemployed. People with a greater fear of death of self 
had a higher personal desire for life-sustaining treatments in terminal illness 
situations. Accordingly, other studies conducted in community populations in the 
Western social context have suggested that lower occupational status (Winter et al., 
2009) and higher death anxiety or fear of death (Cicirelli et al., 2000; Ejaz, 2001) are 
associated with more favourable preferences for life-sustaining measures, such as 
cardiopulmonary resuscitation, mechanical ventilation and tube feeding (Cicirelli et 
al., 2000; Ejaz, 2001; Winter et al., 2009). Indeed, emotional reactions, which 
include feelings of discomfort and fear toward death and dying, can be an emotional 
or psychological challenge. A number of recent studies have suggested that fear of 
death is one of the key challenges associated with making decisions at the end of life 
(Glass & Nahapetyan, 2008; West & Hollis, 2012) and that one of the most difficult 
experiences that an individual can have is to approach the end of life and face the 
inevitability of one’s own death (Mjelde-Mossey & Chan, 2007). The current study 
suggests that strong emotional reactions toward death and dying is common across 
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both Taiwanese and Western populations when facing the inevitability of death and 
dying.  
 
The current study also revealed that at the community level, healthcare services’ 
support significantly improved prediction, explaining an additional 2.8% of the 
variance in MEMD scores. Participants who perceived greater support from 
healthcare services regarding end-of-life healthcare planning in their communities 
reported a higher personal desire for life-sustaining treatments in terminal illness 
situations. Similarly, one earlier study of attitudes toward life-sustaining treatments 
suggested that access to healthcare was significantly and independently related to 
higher personal desire for the use of life support (Blackhall et al., 1999). In the 
current study, from a social ecological point of view, healthcare services to which 
individuals belonged served as a connection between individuals and the larger social 
environment, which in turn can have a vital influence on their values and healthcare 
preferences (Bronfenbrenner, 1977; McLeroy et al., 1988). Planning for healthcare 
decisions at the end of life can be an emotionally and psychologically charged 
process. Such a process can be ongoing and change over time, as the person’s health 
status and preferences change (Schirm et al., 2008).The findings of this study suggest 
that there is great potential for support from healthcare services regarding end-of-life 
healthcare planning in facilitating the planning process and enhancing attitudes 
toward end-of-life planning. Moreover, the study highlights the importance of health 
professionals having a good understanding of a person’s desire for various types of 
treatments and aggressive measures, so that responses can be tailored to the person’s 
situation.   
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The study found that Asian values did not predict personal desires for life-sustaining 
treatments. This result is in contrast to stereotypical beliefs that Asian populations 
are more likely to favour life-sustaining measures than Western populations (Payne 
et al., 2005; Williams et al., 2007). Participants in this study, on average, preferred 
not to experience physical and emotional distress at the end of life. Ko et al. (2012) 
suggested that cultural expectations that attempt to a save loved ones’ life can be 
ascribed to filial piety and may increase a family’s sense of burden. However, what 
is of interest in the present study is that loved ones may choose to forgo life-
sustaining measures so as not to be a burden to their family (Ko et al., 2012). The 
findings from interviews with participants in the current study supported the view 
that social and cultural norms have an important role in folk custom beliefs, and that 
saving face and filial piety remain one of the challenges that they were encountered 
when making end-of-life care decisions for loved ones. However, when it came to 
making their own end-of-life decisions, participants preferred not to use life-
prolonging measures, in order to reduce the emotional and financial burden of their 
families and to have a good death. These findings highlight the importance of 
understanding that social and cultural norms which shape behaviours can sometimes 
be a challenge for people in Taiwan when making end-of-life care decisions for their 
loved ones, but that such norms can be played out in different ways depending on the 
situation that one is in.    
 
7.4.4 Social Ecological Influences on Preferences for Palliative Care 
Scores on the Hospice Attitude Scale-Modified (HAS-M) revealed that participants 
in this study, on average, had more favourable preferences toward palliative care. 
Studies have reported that people who had more favourable preferences for end-of-
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life care often wished to have a dignified and good death at the end of life (Rietjens 
et al., 2006). The findings from interviews with participants in the current study 
indicated that maintaining physical and emotional comfort, and having a meaningful 
life were of paramount importance at the end of life, and that they considered home-
based palliative care as the optimal care at the end of life. Accordingly, studies of 
preferences for end-of-life care in Western social contexts have suggested that 
community-dwelling adults have favourable attitudes toward palliative care (Johnson 
et al., 2008; Straw & Cummins, 2003) and they also prefer to receive end-of-life care 
at home (Matsui & Braun, 2009; Straw & Cummins, 2003). Taiwanese preferences 
are therefore not very different to those of community-dwelling adults in other social 
contexts.  
 
While no research investigating social ecological influences was found, the current 
study identified the significance of proximate and intermediate determinants of 
Taiwanese adults’ preferences for palliative care. At the individual level, the results 
uncovered that participants who were female, had a higher level of education and a 
job (being employed), had more favourable preferences toward palliative care. The 
results are similar to studies conducted on American and other Taiwanese 
populations. Studies of attitudes toward end-of-life care in these countries have 
suggested that being older (Ruff et al., 2011), having a higher level of education 
(Chang et al., 2006; Ruff et al., 2011) and being employed (Chang et al., 2006) 
predict more favourable attitudes toward palliative care. However, Chang et al. (2006) 
concluded that gender is not related to attitudes to palliative care in a Taiwanese 
sample. Chang et al.’s (2006) study did, however, have a small sample size and 
involved 196 hospital attenders from one university medical hospital in Central 
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Taiwan, so may not be representative of the Taiwanese population, especially a more 
community-based sample as used in the current study. The current study also 
revealed that participants who had more understanding of palliative care and less fear 
of death of self had more favourable preferences toward palliative care. Knowledge 
or understanding of palliative care is suggested in many studies as being a significant 
factor contributing to adults having more favourable attitudes toward palliative care 
in America (Johnson et al., 2009; Manu et al., 2012; Ruff et al., 2011), Australia 
(Australian Government Department of Health and Ageing, 2006) and Taiwan 
(Chang et al., 2006; Lai, 2013). For instance, in Lai’s (2013) study in Taiwan, people 
with more understanding of palliative care services reported more willingness of 
using palliative care. Indeed, awareness and understanding of palliative care services 
is a prerequisite for its use (Johnson et al., 2009). Understanding whether information 
about palliative care is reaching Taiwanese city-dwelling adults in Ping Tung City 
could inform the development of targeted interventions to improve knowledge about 
and preferences for palliative care services. The current study also advances the 
knowledge of the significance of psychological determinants of preferences for 
palliative care. Participants who rated less fear of death of self reported more 
favourable preferences toward palliative care. From the social ecological perspective, 
health-related choices of individuals and groups are influenced not only by 
environmental factors but also by a variety of personal attributes, such as genetic 
heritage and psychological dispositions (Gregson et al., 2001; Robinson, 2008; 
Stokols, 1992; 2000). Jordan (2010) suggested that fear of death can be the most 
significant determinant in making care decisions at the end of life, as death beliefs 
can be conceptualised based on experiences and beliefs from one’s cultural or social 
systems.  
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At the interpersonal level, UCLA-SSI-M scores significantly improved prediction of 
attitudes to palliative care. That is, participants with greater social interactions in 
relation to planning for end-of-life healthcare with their closest family 
member/friend/partner had more favourable preferences toward palliative care. 
Individual attitudes or preferences toward health-related choices can be influenced 
by social ties and connections with others which provide information, instrumental 
and affective supports (Simons-Morton et al., 2012). This study contributes new 
knowledge of the importance of social interactions to Taiwanese city-dwelling adults’ 
favourable preferences for palliative care. Such interactions often involve specific 
acts of desiring, receiving and providing information, and tangible and emotional 
support to people with stronger ties. McLeroy et al. (1988) also suggested that 
interpersonal relationships with family members, friends or significant others are 
important source of influence as they provide a sense of social identity and essential 
social resources during social interactions.  
 
At the community level, healthcare services’ support in relation to planning for end-
of-life healthcare did not explain any additional variance in HAS-M scores. The 
overall model for community level influences on attitudes to palliative care was, 
however, statistically significant. In this study, healthcare services’ support has been 
identified as a significant intermediate determinant of Taiwanese city-dwelling adults’ 
preferred methods of communication, healthcare planning, and decisions about life-
sustaining measures at the end of life. Indeed, end-of-life decision-making is a 
complex and challenging process. Support from social networks and social 
environments in the communities where there is an opportunity for human interaction, 
play a crucial role in facilitating the decision-making process. Agar, Shelby-James, 
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Plummer, Sanderson, and Abernethy (2008) have suggested that people’s preferences 
for palliative care can change over time and when changes in preferences occur, they 
do not always coincide between individuals and families. This highlights the 
importance of providing ongoing discussions and opportunities to understand 
preferences on the basis of what is happening in the present, as an individual’s health 
status and preferences change over time (Schirm et al., 2008). 
 
7.5 Implications of the Study 
The main purpose of the current study was to contribute to the understanding of the 
influence of broader cultural, social and contextual factors on personal preferences 
for care provided at the end of life. End-of-life communication, advance directives, 
life-sustaining treatments and palliative care were selected as end-of-life care 
preferences to explore in this study. In the following sections, the theoretical and 
practical implications of the results of this study are explored.   
 
7.5.1 Theoretical Implications 
In the absence of an established social ecological model for end-of-life healthcare, a 
social ecological model of preferences for end-of-life care was constructed for this 
study based on the results of first stage study and informed by Simons-Morton et 
al.’s (2012) Social Ecological Model. This conceptual approach based on the social 
ecological perspective was used to understand the significance of broader cultural, 
social and contextual determinants of preferences for care provided at the end of life, 
as earlier research on end-of-life preferences has been limited to conducting studies 
with no conceptual approach. This study expands the understanding of preferences 
for end-of-life care by identifying the influence of broader cultural, social and 
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contextual factors on a range of preferences relating to communication at the end of 
life, advance directives, life-sustaining measures and palliative care in a sample of 
Taiwanese city-dwelling adults.  
 
At the cultural level, findings suggest that Asian values significantly influenced 
personal preferences relating to end-of-life communication and advance directives. 
Specifically, Taiwanese participants who had a stronger adherence to Asian values 
were more likely to discuss end-of-life issues with health professionals and to plan 
for end-of-life healthcare wishes. Such findings provide empirical support for 
Simons-Morton et al.’s (2012) proposition that culture is significant to individual 
health-related choices. They also suggested that culture affects health and health 
practices in various ways, including affecting how individuals think and talk about 
health problems and how they take action to address health issues (Simons-Morton et 
al., 2012). According to Bronfenbrenner (1979), the larger social system can affect 
individuals and settings through shared cultural norms, values and religious beliefs. It 
is important to note that although there has been a social and cultural transition in an 
age of modernisation, globalisation and social pluralism in Taiwan (Chu, 2012; 
Zhang et al., 2005), Taiwanese people are more likely to adapt the social transition 
by shaping or extending their cultural values rather than changing the cultural values 
which have been ingrained in Taiwanese society over hundreds of years. In this study, 
participants expressed their preferences for content, facilitation and support from 
health professionals in end-of-life communication and they also described their 
favourable preferences for establishing advance directives because, in this way, their 
right to make healthcare decisions could be respected and the burden on families 
could be decreased. Asian values were, however, not a significant factor influencing 
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participants’ preferences relating to life-sustaining treatments and palliative care. 
This could reflect the fact that social and cultural transition in Taiwan is not 
adequately captured by using a single Asian values scale to measure the influence on 
preferences for end-of-life care. Alternatively, it might indicate that the conceptual 
framework for these two end-of-life preferences needs to be reconsidered. In addition, 
religious commitments were not found to be significant in influencing preferences 
towards end-of-life communication, advance directives, life-sustaining treatments 
and palliative care. In their study, Song and Hanson (2009) stated that religious 
involvement and importance of spirituality were not significantly associated with 
preferences for the end-of-life treatments. Some scholars have also suggested that 
there is no direct relationship between religiosity and preferences for end-of-life care 
(Tsai et al., 2007; Winter et al., 2009). The current study suggests that this could 
reflect that there may not be a direct relationship and religiosity could serve as a 
moderator variable. The absence of a relationship between religiosity and preferred 
health-related choices might be elucidated by using more complex moderation 
models in future studies.  At the community level, findings suggest that community 
resources support was significant in influencing preferences pertaining to end-of-life 
communication, advance directives and life-sustaining treatments. These findings 
provide support for Simons-Morton et al.’s (2012) Social Ecological Model. From a 
social ecological perspective, mediating structures or face-to-face primary groups to 
which individuals belong are important influences on the larger communities’ values, 
beliefs, attitudes and health-related choices, as the mediating structures serve as 
connections or interrelations between individuals and the larger social environment 
(Bronfenbrenner, 1977; McLeroy et al., 1988). It is vital to recognise these key 
mediating structures, healthcare services and voluntary organisations to which 
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Taiwanese city-dwelling adults belong, and to strengthen the resources regarding 
end-of-life care and planning, as these resources can be essential social resources in 
the local communities. However, community resources support did not have an 
influence on participants’ preferences for palliative care. This could be due to 
support from families or significant others being more important than support from 
local communities at this stage of life. Indeed, participants in this study indicated that 
their preferences for palliative care, such as home-based or hospital-based palliative 
care, were often shaped by support from families or significant others.       
 
The results confirm the significance of interpersonal determinants of preferences 
relating to end-of-life communication, advance directives and palliative care but not 
toward life-sustaining treatment. At this societal level, social interaction which 
involves specific acts of desiring, receiving and providing information, tangible and 
emotional support was assessed. Participants with greater social interactions in 
relation to planning for end-of-life healthcare with their closest family 
member/friend/partner had more favourable preferences toward discussing end-of-
life issues, planning end-of-life healthcare and receiving palliative care. According to 
Simons-Morton et al. (2012), individual health-related choices can be affected by 
their social interactions with family, friends or neighbours who have stronger ties 
with them, as individuals tend to share social resources, including emotional support, 
information and instrumental assistance with the people closest to them. These 
findings suggest that social support, especially social interactions, is an important 
component to consider in future studies wishing to explore and promote preferences 
for end-of-life care.    
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At the individual level, knowledge about services and support, and fear of death and 
dying were significant in influencing preferences for care provided at the end of life. 
Specifically, participants who reported more understanding of advance directives had 
more favourable preferences towards advance directives. The results of Salmond and 
David’s (2005) study similarly suggested that understanding of advance directives 
plays an essential role in people’s preferences towards advance directives. In the 
current study, participants with more understanding of palliative care had more 
favourable preferences toward palliative care.  In the literature, knowledge or 
understanding of palliative care is suggested in many studies as a significant factor 
contributing to community-dwelling adults’ favourable preferences toward palliative 
care in Eastern and Western populations (Australian Government Department of 
Health and Ageing, 2006; Chang et al., 2006; Johnson et al., 2009; Manu et al., 2012; 
Ruff et al., 2011). The findings of this study suggest that knowledge or 
understanding of advance directives and palliative care should be regarded as an 
essential element to consider in future studies. In addition, fear of death of self is 
significant in influencing individual preferences toward life-sustaining treatments 
and palliative care. Participants who reported less fear of death of self had less 
personal desire for use of life-sustaining measures and more favourable preferences 
toward palliative care. The findings provide empirical support for Simons-Morton et 
al.’s (2012) proposition in the social ecological model that health and health-related 
choices of individuals and groups are affected not only by cultural and social 
contextual factors but also by various personal attributes, such as psychological 
dispositions (Gregson et al., 2001; Robinson, 2008; Simons-Morton et al., 2012; 
Stokols, 1992, 2000).  
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Overall, the findings from the current study provide support for the social ecological 
model of preferences for end-of-life care, which was informed by Simons-Morton et 
al.’s (2012) Social Ecological Model. The model is therefore a useful framework to 
explain the significance of distal, intermediate and proximate determinants of 
personal preferences for care provided at the end of life. In addition, the findings of 
this study suggest that taking interactive effects into consideration in future studies 
would be useful to more fully understand the interaction between factors across all 
societal levels and preferences for end-of-life care. Time factors should also be 
considered, as people’s preferences can change over time. Furthermore, other 
societal levels should be investigated to explore a diversity of factors influencing 
individual preferences for care. The use of the social ecological model is 
recommended for researchers who are interested in understanding the influence of 
cultural, social and contextual factors on end-of-life preferences in the general 
population, as a framework to guide their research so that appropriate strategies for 
promoting health and end-of-life care can be developed at each societal level.      
 
7.5.2 Practical Implications  
The results from this study confirm the significance of broader cultural, social and 
contextual determinants of personal end-of-life preferences for care. The findings can 
help health professionals to prepare for the challenges in relation to providing end-
of-life care to individuals and families, and also help to develop practical guidelines 
and appropriate supportive interventions. This study makes some recommendations, 
in terms of end-of-life communication, advance directives, life-sustaining treatments 
and palliative care.   
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At the cultural level, an awareness of Taiwanese people’s preferences for discussion 
of end-of-life issues and healthcare planning is important. Health professionals 
should be more aware of people’s preferences to be informed about their disease 
conditions and prognosis, and to receive facilitation and support in end-of-life 
communication. They should also recognise that in contemporary Taiwanese society, 
people can be more likely to exercise personal autonomy and their right to make 
healthcare decisions than was previously expected. Appropriate training regarding 
communication at the end of life, such as the timing of, and preparation for end-of-
life discussion, aspects of the physical and social setting, the importance of generic 
communication skills, and the provision of relevant disease information (Clayton et 
al., 2007) is suggested as a prerequisite for health professionals to meet the 
expectations of Taiwanese people at the end of life. Providing ongoing discussions 
and opportunities to understand preferences on the basis of what is happening in the 
present should also be considered as an individual’s health status and preferences can 
change over time (Schirm et al., 2008). Additionally, it is also important for health 
professionals to know that Taiwanese people can sometimes be protective in terms of 
end-of-life communication and making healthcare decisions for their loved ones, 
because family members believe their loved ones may be too vulnerable to handle 
unfavourable news about their health conditions, for fear that their loved ones may 
lose the will to live (Manu et al., 2012; Yang et al., 2011). To find an appropriate 
balance, it is of paramount importance for health professionals to recognise 
interdependence and the deep emotional ties associated with family members, as well 
as to respect personal autonomy and personal wishes, when providing end-of-life 
healthcare and assisting end-of-life healthcare planning. Achieving such a balance 
requires highly skilled health professionals with expert communication and 
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assessment skills, and the ability to interpret and respect individual’s values and 
preferences.  
 
At the community level, the findings further suggest that community resources 
support pertaining to planning for end-of-life healthcare is a significant determinant 
of preferences for end-of-life care, especially in terms of preferred methods of 
communication, and favourable preferences for healthcare planning and life-
sustaining measures. As participants in this study often have to make an effort to 
access and obtain resources, promotion of the use and benefit of end-of-life planning 
should be reinforced in the mediating structures, healthcare services and voluntary 
organisations, which are identified in this study, so that people can be well-informed 
that they are accepted care protocols. The use of tangible aids including billboards, 
posters, videos and printed materials are further suggested as useful means to assist 
people to understand information and to facilitate planning for end-of-life healthcare. 
Similarly, Ko and Berkman (2012) pointed out the importance of community-based 
education in a community organisation or a church and incorporating visual materials 
into the program. Simons-Morton et al. (2012) also suggested that community-based 
efforts focused on the community as the setting where health promotion efforts and 
programs are carried out can be an effective strategy to promote public health, by 
directly engaging community members, healthcare services and voluntary 
organisations and using community resources and skills to strengthen program 
activities.  Importantly, these results highlight the need for end-of-life issues to be 
considered a broader community concern, not just one for health professionals. The 
role of community members and neighbourhood supports in influencing preferences 
of end-of-life care has important implications for community officials in terms of the 
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types of community development and community education programs offered.  
 
In regard to interpersonal support, the findings highlight the significant influence of 
social interactions on preferred methods of communication, and preferences for 
healthcare planning and palliative care at the end of life. Indeed, social relationships 
offer essential social resources, including information and emotional support, access 
to new social contacts and social roles, and tangible aids and assistance for fulfilling 
social and personal obligations and responsibilities (Simons-Morton et al., 2012). As 
interpersonal processes with the closest person, such as family, friends or partners, 
are an important sources of influence in the health-related choices of individuals 
(McLeroy et al., 1998), health professionals should recognise and include relevant 
persons in the process of end-of-life communication, healthcare planning and 
palliative care decision-making, where it is consistent with the person’s preferences 
(Emanuel, 2008). Appropriate training to improve health professionals’ 
competencies in terms of interpersonal skills and interactions with individuals and 
significant others is required.    
 
At the intrapersonal level, results from this study further confirm that knowledge 
about services and support at the end of life, including palliative care and advance 
directives, and psychological factors, including fear of death of self, are significant 
determinants of preferences for end-of-life care. The literature suggests that end-of-
life education for the general public is greatly needed, as knowledge can be power, 
enabling people to make an informed choice about end-of-life care (Glass et al., 2010; 
Johnson et al., 2009; Schrader et al., 2010). Education programs regarding palliative 
care and advance directives targeting community members is suggested, to 
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strengthen people’s understandings of palliative care services and end-of-life 
healthcare planning (Johnson et al., 2009; Schrader et al., 2010). As planning for 
end-of-life healthcare can be an emotionally-charged process, an effective strategy 
should be used to help improve people’s knowledge of and preferences for end-of-
life care. Salmond and David (2005) argued that passing out information in the form 
of booklets or brochures and asking people if they have advance directives was not 
sufficient to provide the depth of information that people need to make decisions. 
What is more important is to give appropriate information and time for discussion 
and interaction with educators and individuals. Recent end-of-life studies on 
preferences toward advance directives on populations of Latinos (Heyman & Gutheil, 
2010) and Japanese (Matsui, 2010) have suggested that strategies in relation to class-
room interaction, explanation and discussion about end-of-life information, such as 
advance directives, and the importance of advance planning, can significantly 
enhance people’s knowledge of and preferences toward advance directives (Heyman 
& Gutheil, 2010; Matsui, 2010). This study also suggests that culturally and socially 
appropriate education programs focusing on life and death issues in the Taiwanese 
population are essential, as they can help to improve personal attitudes toward death 
and dying and to provide guidance regarding the meaning of life and death. To 
improve the outcomes of end-of-life education, many scholars have suggested that 
the most effective strategy is to have person-to-person discussion and interaction, 
where people have the opportunity to ask and clarify questions and to seek guidance 
about end-of-life healthcare planning  (Heyman & Gutheil, 2010; Jezewski, Meeker, 
Sessanna, & Finnell, 2007; Matsui, 2010; Tamayo-Velázquez et al., 2010).  
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7.6 Limitations of the Study 
The findings of this study support the social ecological framework, by identifying 
how cultural factors (Asian values), community factors (healthcare services support 
and voluntary organisational support), interpersonal factors (social interactions with 
family/friends/partner) and intrapersonal factors (personal attributes, knowledge of 
palliative care and advance directives, and fear of death of self) influence individual 
preferences for care provided at the end of life. While the linear presentation of this 
model is considered valid, the results cannot demonstrate the interaction in 
relationships between these factors across all of the societal levels suggested in 
Simons-Morton et al.’s (2012) Social Ecological Model. 
 
The current study did not examine the complex interactive effects of the influence of 
Asian values and religious commitments at the cultural level, community resources 
support at the community level, social interactions at the interpersonal level, personal 
attributes, knowledge of services and support at the end of life, and fear of death and 
dying at an intrapersonal level on preferences for end-of-life care. It has been 
suggested that it is essential to conduct this further level of analysis, focusing on the 
interaction between and interdependence of, factors within and across all levels of a 
health problem so as to gain a better understanding of the interactive effects on 
health-related choices (Simons-Morton et al., 2012). In the current study, religious 
commitments (intrinsic and extrinsic religiosity) at a cultural level were not found to 
be significant in influencing preferences for end-of-life care, although religiosity 
could serve as a moderator variable in the interaction model. The findings from the 
interviews indicated that people with strong religious beliefs had less fear of death 
and dying and they were more likely to discuss end-of-life issues and plan for end-
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of-life healthcare. The strength of religiosity may also moderate the relationship 
between fear of death and dying and preferences for end-of-life care. Further 
research should employ more complex analysis procedures to examine the interactive 
nature of factors in this social ecological model.  
 
Another limitation is that this study only examined the predictive influence of 
religious commitments above and behind the individual factors. The religious 
affiliations were controlled in step one for its effects. Future research should seek to 
establish if the identified factors and their relationships are different across different 
religious groups, using a stratified sampling strategy to ensure an equal or similar 
distribution of religious samples in each religious group. Similarly, the demographic 
profile of the participants, especially in study one, may not reflect the population 
more generally. While these limitations mean that the generalisability of findings 
need to be considered with some caution, care was taken to ensure that the findings 
of study one were complemented with evidence from the literature to ensure the 
conceptual framework and subsequent measures used in study two reflected other 
existing sources of evidence.   Demographic factors such as education level and 
employment status were also controlled in step one in the prediction models. The 
influence of such demographic factors should be further investigated in future studies. 
The limitation of the sample is acknowledged in this regard.  
 
In addition, the conceptual framework developed for this study was limited to 
investigate the influence of cultural, community, interpersonal and intrapersonal 
levels, which were informed by the results of the first stage study and a literature 
review, as a result, the total variance explained in each of the model was modest. As 
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stated in Simons-Morton et al.’s (2012) Social Ecological Model, individual health-
related choices can be affected by a range of factors across all societal levels, 
including cultural, physical environment, public policy, community, organisational, 
interpersonal and intrapersonal levels. The influences of physical environment, 
public policy and organisational levels on preferences for care provided at the end of 
life should be further explored in future studies.  
 
To explain more variance in end-of-life preferences, other factors could be included 
in future analyses. For example, factors such as personality traits, biogenetic factors 
(Gregson et al., 2001; Robinson, 2008; Stokols 1992) and broader measures of 
socioeconomic status (Fleury & Lee, 2006) could be considered in future studies. 
Concepts drawn from other theoretical frameworks or conceptual models, such as the 
theory of reasoned action or health belief model, could also be considered in future 
studies. For example, factors such as health status, experiences of illness or health 
locus of control may influence end-of-life preferences. This study also suggests that a 
longitudinal study design should be employed, as people’s health status and 
preferences for end-of-life care can change over time. Intervention study designs 
should be considered in future studies to investigate any causal relationships.      
 
Furthermore, comment should be made regarding the level of generalisability of this 
study. The sample of 474 participants in this study can be considered representative 
of the population of 164,704 people in Ping Tung City, based on Salant and 
Dillman’s (1994) sample size calculation for a population survey, although it is 
acknowledged that responders to this survey are likely to differ in important ways to 
non-responders. This study suggests that a larger sample size should be considered in 
Chapter 7 
271 
future studies if a generalisation of findings is to be made to the whole Taiwanese 
population. In addition, because this study was confined to Ping Tung City, a 
convenience setting, a generalisation to other populations or inferences beyond the 
scope of the time and place from which the random sample was drawn would be 
inappropriate.    
 
Moreover, this study was conducted on a population of city-dwelling adults. City 
dwellers may differ from people in rural or remote areas in some aspects, such as 
cultural and social aspects or personal attributes. For instance, the way an individual 
behaves and the communication style an individual prefers could possibly be 
influenced by the development of the city and media or education standards in a 
modern city. Community and neighbourhood supports may also differ between city 
and rural contexts. Future research conducted with those living in rural or remote 
areas is recommended to explore their preferences for end-of-life care and the extent 
of the influence of broader cultural, social and contextual factors on their preferences 
for end-of-life care. A future comparison study is also recommended to explore and 
explain any differences between city-dwelling and rural or remote communities.    
 
In this study, a reminder letter and incentives were not employed due to the sensitive 
nature of the research topics, and limitations of the PhD timeframe and resources. 
This may have limited the response rate for the survey, as no prompt to complete the 
questionnaire was provided. Despite this limitation, the current study yielded a 
similar response rate to that of Schrader et al.’s (2010) study, which used random 
sampling strategy, a reminder postcard and an incentive of two $100 prizes in a 
community survey in the USA. Schrader et al. (2010) suggested that the limited 
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response rate (21 %) in their study could be because people who did respond felt 
more comfortable talking about the issues of death and dying than people who did 
not respond. The current study suggests that strategies used to maximise response 
rates should be considered based on the nature of the research topics and population.  
 
There are also limitations in this study associated with understanding the process of 
how people adapt to social change and how such a transition influences people’s 
preferences for end-of-life care, such as preferences to be given detailed information 
in end-of-life communication and preferences to plan for end-of-life healthcare. This 
study suggests that in-depth interviews should be used in future studies to help to 
uncover more comprehensive understanding of the complexity of the influence of the 
social ecological factors on preferences for end-of-life care and how this changes 
over time.  
 
7.7 Conclusion  
This study advances understanding of the significance of broader cultural, social and 
contextual determinants on preferences for end-of-life care. Taiwanese city-dwelling 
adults’ experiences of and preferences for care provided at the end of life were 
explored in the first stage of the study. Findings from this study offer insight into 
city-dwelling adults’ preferred methods of end-of-life communication, preparation 
for the end of life and preferred methods of maintenance of quality of life, as well as 
the broader cultural, social and contextual factors that influence these preferences. 
These findings contribute to our understanding of people’s preferences for end-of-
life care and provide guidance for health professionals and communities in assisting 
Taiwanese people plan for the end of life.  An important contribution of the study is 
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demonstration that the social ecological model has application in understanding 
complex human phenomenon such as preferences for end-of-life care. The 
hypothesised model of preferences for end-of-life care will enable future researchers 
to further evaluate social ecological influences on preferences for end-of-life care.   
 
This study advances knowledge of end-of-life healthcare by examining the 
significance of cultural, community, interpersonal and intrapersonal determinants of 
preferences for end-of-life care, which have not been tested in previous end-of-life 
studies. This study confirms that cultural values, community resources support, 
social interactions with a family member/friend/partner, knowledge of palliative care 
and advance directives, and fear of death of self are significant factors that need to be 
taken into consideration in end-of-life healthcare.   
 
This study has important theoretical and practical implications as well as 
implications for future research. Decision-making at the end of life is an emotionally-
charged process. Understanding individual experiences of and preferences for end-
of-life care can help health professionals to facilitate the decision making process 
and to provide appropriate health care at the end of life. The identified relationships 
in the context of end-of-life communication, advance directives, life-sustaining 
treatments and palliative care provide areas for practical guidelines and  appropriate 
supportive interventions, such as enhancing community resources relating to end-of-
life healthcare planning, improving social support systems and reinforcing life and 
death education and knowledge about advance directives and palliative care. These 
findings also suggest recommendations for future research to explore how the social 
ecological framework can further enhance our understanding of preferences for end-
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of-life care. Given the increases in chronic and terminal diseases with complex 
conditions in Taiwan, delivering appropriate end-of-life care and resources in 
communities is important to ensure equality and access to care for this vulnerable 
population, their families, and the frontline health professionals who work together at 
this final stage of life. This study has provided critical new knowledge to improve 
community and health services to enable Taiwanese community members to be 
better prepared for end-of-life care.  
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